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'he Realities of Institutions 



by Tin Nells 

"Should we spend money on 
institutions or to support people 
in communities?** As a self- 
advocate. it bothers me that 
people are still arguing about 
this. I*m not quite sure what all 
the graphs and charts and num- 
bers mean, or what the latest 
research .says, or whose reports 
to believe. So. I judge by what i 
know. I listen to the people who 
live in the institutions. 

B Privacy? 

What Privacy? 

How can you have much 
;‘rivacy vhen you live on a 
campu.'^* with 100 or more people, 
in a unit w'ith 10-15 people, and 
share a bedroofn with at least one 
or two roommates? Struggling 
college students may need to live 
under such conditions tempo- 
rarily. but not a 32-year-old 
woman with a job. Institutions provide little privacy. 

When I visit the institution the staff think I'm another "client**, so I get to see 
the real story. I see shower rooms with the doors open and curtains pulled back. 1 
see staff opening the doors to people* s bedrooms without knocking and walking 
inside. I see people carrying all of their valuables with them - "hoarding behav- 
ior'* I think it*s called by professionals; the truth is that people are afraid their 
valuables will be stolen w'hen they leave their rooms. No free access to phones. 
No privacy w hen caring for personal matters, sleeping, entertaining that special 
someone, or just plain wanting to be alone. Bedroom doors are never 
closed or locked; I have noticed locks on nurses' stations, staff lounges 
and bathrooms, often with a sign that says "staff only** or "knock first.*' 

Whose home is this anyway ? Administrators and state officials have 
escorted me through people's homes and invited me into their bedrooms 
without people's knowledge. I think the picture is very clear: Institutional 
living allows people very little, if any. privaey. 




Tia Nelis (right) and Nancy Ward, on behalf of Self 
Advocates Becoming Empowered, receive an award 
from the American Association on Mental Retardation 
recognizing the organization's accomplishments, includ- 
ing efforts to close institutions. See story on page 12. 



From the Editors 

This issue of IMPACT is focused on a 
critically important step in the honoring 
of full citizenship of persons with 
developmental disabilities: the 
clo.sing of institutions. We dedi- 
cate this issue to Roland John.son. 
who passed away in August. 1994. 
Roland's personal experience of 
living in an institution propelled 
him to become a leader in the civil 
rights movement for persons with 
disabilities. His unwavering con- 
viction that institutions must be 
closed and that people with dis- 
abilities need to live in the com- 
munity continues to be a driving 
force behind the advocacy and 
self-advocacy efforts of many 
people who knew him. 

Roland was one of the founding 
members of the organization. Self 
Advocates Becoming Empowered. 
Pat Gerke. an advisor for the 
organization, recalls that Roland, 
in personal conversations, would 
frequently ask the question. "What 
are YOU going to do about getting 
people out of institutions?" She 
believes that he knew in some way 
that he wouldn't be around to see many 
of the changes he had dreamed of. so he 
sought to challenge others to understand 
that people's lives are at stake. With the 
help of .self-advocates who. c:irrying on 
in Roland's spirit, worked w'ith us on 
this IMPACT, we present that same 
challenge to our readers. 
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2 Overview 



I Cry Out So That I Won’t Go Insane 

hy Mary F, Hayden 



As I've shared with professional colleagues the fact that 
I'm writing this article addressing the issue of institutional 
closure. I've been bombarded with comments based upon 
two beliefs. First, many people believe that discussing the 
issue will be like beating a dead horse ("Everyone is in favor 
of closing institutions. You are singing to the choir", and 
‘There is only a small number of people with mental retarda- 
tion who live in institutions now. They are steadily leaving. 
Be patient."). The second belief that has been expressed is 
that institutions are not that bad ("Institutions are licensed, 
therefore, the care is at acceptable levels." "Institutions are 
not the horror chambers they were in the 1950s and ‘60s."). 

I personally find it maddening that people still believe that 



I personally find it maddening that people 
still believe that institutions are tolerable 
and that they may not be “that bad.” 



institutions are tolerable and that they may not be "that bad," 

Closing institutions is still a profoundly important issue, 
particularly to the people still incarcerated in institutions and 
nursing homes. There has been a dramatic decrease in the 
number of people with mental retardation and other develop- 
mental disabilities (MR/DD) living in large, state-operated 
facilities, but tens of thousands of individuals remain behind. 
There are even larger numbers of people with MR/DD in 
large, privately-operated residential care facilities and 
nursing homes. As of June 30, 1994, there were 143,819 
people with MR/DD in large institutions and nursing homes 
(Prouty & Lakin, 1995). Of this number. 65,735 lived in 
state-operated facilities, 41,887 lived in non-state operated 
institutions, and 36.197 lived in nursing homes. 

When past and current average daily population rates are 
compared, the actual pace of deinstitutionalization is slow, 
particularly among private institutions. The total decrease in 
populations of state-operated institutions between 1980 and 
1994 was an annual average of about 4.228 people (Prouty & 
I. akin, 1995). Between 1977 and 1994, the total number of 
residents in non-state operated institutions was reduced by an 
annual average of about 637 people. A national study 
estimated that the annual average number of residents in non- 
speciali/.ed nursing homes decreased by about 405 people per 
year between 1991 and 1994 (Prouty & Lakin, 1995). At 
these rates, it will take 16 years to move everyone out of 
state-operated institutions, nearly 66 years foi’ those who live 
in non-state operated institutions, and 89.5 years for those in 
nursing homes. 

These rates may be optimistic. In the face of feared 



budget cuts and pressures from vested interests, some states 
are resisting or slowing former commitments to closing 
institutions. For example, in New York former Governor 
Cuomo had planned that all state-operated institutions would 
close by year 2(XX), When Governor Pataki came into office, 
however, he placed a moratorium on further closures until an 
examination of the initial decision was "'onducted. In Illinois, 
the governor announced in 1995 that Kiley Developmental 
Center (KDC) would close within two years, KDC was 
selected because, compared to the other developmental 
centers, ( 1 ) the number of residents with placement goals in 
the next two years was the highest, (2) KDC ranked highest 
for the percentage of residents who received their day 
program off campus, (3) the percentage of individuals who 
were not capable of walking was the lowest, (4) the portion 
of the population requiring weekly or more physician/nurse 
services was the second lowest, and (5) the percentage of 
people who required intensive behavior management pro- 
gramming was the lowest (Handy, 1995), In addition, Illinois 
would save money by closing it and there were a sufficient 
number of area service providers to develop alternatives to 
meet families' choice of location. There was strong opposi- 
tion. however, and the two-year plan was withdrawn and a 
five-year "transition" plan is being promoted. 

For people who believe that institutions are not that bad, 
there is evidence that demonstrates that abuse and poor care 
continue. For example, the New York Times reported the 
following on March 13, 1995 regarding the Southbury 
Training School in Connecticut: "Justice Department investi- 
gators have described several dozen examples of abuse and 
neglect. On Jan, 31, 1993, one patient was found in bed with 
a broken coat hanger in his hand, bleeding from the nostrils, 
with blood covering the sheets and on the floor. Three days 
later, he was found with blood on his shirt and a broken 
hanger in his hand. A month later, he was found again in bed 
with hangers and a bloody face. The Justice Department 
observed that feeding practices posed ‘immediate life- 
threatening problems' from choking, that psychotropic drugs 
were overused and that most residents were ‘almost never 
engaged*" (Rabinovitz, 1995, p B6), Poor or inadequate 
medical care continues to be an issue for Southbury, The 
New York Times reported the following this past August: 

"... today an expen on the medical care of the retarded,,, 
testified that several Southbury residents had died because of 
inadequate treatment and that a review of 15 residents* 
records showed that serious medical problems went unat- 
tended (Rabinovitz, 1995, p A1 ). 

Another example is the Arlington Development Center 
in Tennessee. In the United States ofAmeriea w State of 
Tennessee ( 1993), the judge stated: "Weighing ail of the ex- 
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pert testimony in this case, including the testimony of indi- 
viduals who were consultants or employees of Arlington 
Development Center, it is clear that the care actually pro- 
vided to residents at Arlington Development Center falls 
below any minimum standard and well below the medical 
malpractice standard... .But the Court should note specifically 
that in the medical care area and in the area of direct staff 
supervision of patients or residents, conditions at Arlington 
Development Center pose an immediate danger of irrepa- 
rable harm, including an active risk of death to patients at 
Arlington Development Center. Medical care within the 
institution, particularly for patients with seizure disorders, is 
so deviant from any recognized principles of medical care 
that any patient suffering prolonged seizures or status 
epilepticus may be in immediate peril of his life" (p.25, 28). 

More compelling than the findings in lawsuits, are the 
stories told by people who have lived in institutions, stories 
of abuse, confinement, neglect, lack of choices, lack of pri- 
vacy, poor food, and overcrowding. Sadly, there is some 
evidence to suggest that abuse can be hidden in institutions. 



In the face of feared budget cuts and 
pressures from vested interests, some 
states are resisting or slowing former 
commitments to closing institutions. 



For example, one individual w'ho lived in a Maryland insti- 
tution said, 'Sometimes it was good. Sometimes it wasn't. 
Like if the Health Department was there, then it was good, 
but when the Health Department wasn't there, they did their 
own thing." Another example of alleged efforts to conceal 
abuse is found in the court's ruling in Vniied Stales v. State 
of Tennessee ( 1993): 'Two highly sought after employees In 
psychology left Arlington Development Center when their 
efforts to compile and report to the administration a list of 
suspected physical and verbal abuse by direct care staff were 
detected.. . they found their jobs made impossible, under- 
standably, because of the actions of the administrators intent 
on protect(ing) possible abusers as opposed to protecting and 
disciplining individuals for the offense. ..No investigation 
was conducted regarding the employees who were identified 
as possible abusers" (pp 30-31 ). 

For many parents, closing institutions is very threaten- 
ing. Consequently, many deny the abuse and lack of ser- 
vices in institutions and believe institutions are the only 
alternative for their children. To this end, many who arc 
guardians believe that they can refuse to approve commun- 
ity placement or request that community placement goals 
can be removed from their children's habilitation plans. In 
reality, there has been legal precedence that persons under 
"legal disability" retain the rights of other citizens and that 
parents and guardians lack the power to waive the funda- 



mental rights of their children and wards. Thus, a minor or 
ward has standing to sue to enjoin violations of his or her 
constitutional rights despite the parents' or guardians' con- 
sent to the practices or conditions being challenged {Bonnie 
5. i'. Aitmatu 1988: Childress v. Madison Count\\ 1989; Kirk 
V. Thomas S. by Brooks ^ \9^(r, Milonas \\ WillianiSs 1983: 
Thomas S, by Brooks w Morrow, 1986, as cited in People 
First of Tennessee v. Arlington Developmental Center, 1995). 
Consequently, the next era of lawsuits may result in people 
with disabilities not only suing the state, but also suing 
parents or parent organizations that attempt to stop people 
from leaving institutions. 

The challenges and issues of closing institutions will not 
go away. Their closing will continue to be a complex and 
contentious process. Proponents of institutions will ignore the 
facts and discount the experiences and testimony of people 
who have lived in institutions. But, they must recognize that 
opposition from people with disabilities and their allies will 
never die. Opposition will continue for reasons shared in this 
closing vignette: "The Buddhist monk went to the town 
square every day to speak out for peace and justice. When his 
cries went on for years without halting his country's war- 
making, his fellow monks said to him, 'Stop! You are having 
no effect. No one is paying attention to your pleas. Everyone 
in the nation has gone insane with the w'ar. Why go on?' The 
monk answered, 'I cry out for peace so that I won't go 
insane.'" (Buddhist Peace Fellow'ship, 1995), 

Mar}' F. Hayden is Research Director with the Center on 
Residential Services and Community Living, University of 
Minnesota, Minneapolis, and advisor for Self Advocates Be- 
coming Empowered, She may he reached at 612 / 625-6046, 
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Trends in Institution Closure 

hy K. Charlie Lakin and Robert Prouty 



In the past decade, there has been a remarkable inerea.se 
in the number of closures of state mental rotardation/devel- 
opmental disabilities (MR/DD) institutions in the United 
States, Figure 1 shows the number of large state MR/DD 
facilities, and MR/DD units in large state facilities primarily 
serving other populations, that have closed since 1^)60. As 
shown, between 1960 and 1971 only three large state MR/ 
DD facilities were elosed. an average of .25 per year, Be- 
tween 1972 and 1975 there were four closures, an average of 
one per year. In every subsequent four- year period, closures 
have oecun*ed at an increasing rate, There were 5 closures 
between 1976 and 1979 (an average of 1 .25 per year). 12 
between 1980-1983 (an average of 3 per year), and 1 2 
between 1984-1987 (an average of 3 per year). Between 
1988 and 1991 closures increased rapidly to 35 (an average 
of 8.75 per year). In the Fiscal Years 1992-1995. there were 
5 1 closures (an average of 1 2,75 per year). 

Today, four states (District of Columbia. New Hamp- 
shire. Rhode Island, and Vermont) no longer operate large 



Figure 1: Number of Large State MR/DD 
Institutions and Units Closed Between 1960-1995 




state MR/DD institutions. A number of other states are cur- 
rently developing plans for total or very significant reduc- 
tions in the number of large state operated MR/DD residen- 
tial facilities. For example. Michigan and Haw'aii anticipate 
operating no state institutions by the end of the century. 

A number of factors contribute to states' decisions to 
close institutions. One is simply that much less state institu- 
tion capacity is needed or desired in most states. In June 
1994. state institution populations were barely one-third of 
1967 populations, decreasing from 194.650 to 65.735 over 



the period. A second factor in the recent spate of institution 
closures has been the rapidly increasing costs of state 
institutions care. As shown in Figure 2. average annual state 



Figure 2: Average Annual Per Resident Expenditures 
in State MR/DD Institutions, 1950-1994 




institution costs in 1994 were about $82,300 per year. 

In part, these costs arc the result of decreasing occupancy of 
institutions with high fixed costs. In many eases, costs are 
high because of physical and program improvements result- 
ing from federal and ste'e court actions. Costs are high 
because of the high (.osts of complying with federal stan- 
dards for participation m the Medicaid Intermediate Care 
Faeility/Mental Retaliation (ICF/MR) program. The ICF- 
MR program provides federal cost-sharing of from 507^-80^^ 
of the costs of care in ICFs-MR, w'hieh has provided huge 
subsidies for the rapidly increasing state in.stitution costs 
since 957^ of all state institution residents living in ICF/MR 
units. However, with impending Medicaid block grants, all 
state institution costs in effect become state expenditures, 
and it seems likely that in the face of general revenue re- 
strictions and loss of direct federal subsidies, many states will 
reevaluate their ability to afford state institution care. 

One of the major challenges facing states considering 
reduction in the number of the institutions they operate is the 
economic impact on and resistance from local communities 
and public employee unions. While some states like Rhode 
Island and New York have responded by developing commu- 
nity services operated by state employees, many states find 
the wage and benefits costs, union work rules, and the desire 
to clearly separate the state oversight and service purchasing 
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Table 1: Alternative Uses of 99 State Institutions 
Closed or Planned for Closure (1970-2000) 

The closed state MR/DP institution became: 



• Correctional Facility t includes Juvenile) 1 7 

• Psychiatric Facility (includes MR/DD Units closed) IS 

• College/Educational Programs (includes Job Corps) 6 

• Rehabilitation/Medical/Skilled Nursing Facilits 4 

• Facility for Another State/Local Agency 19 

(administration or program) 

• Facility for a Federal Agency (other than Justice) 1 

• Unoccupied/Deciared Unsafe/Demolished ■ 12 

• Use Still Undetermined/ For Sale/Presunied Useful 22 



(Source: Braddock cl al.. 1995. Suite of the States (4ih cd.). Washington, 
DC': American Associaiion on Mental RctardatioiU. 



role from the service providing role, leads them to respond to 
community and union concerns by trying to develop altema- 
tive uses for the state institution sites. Table 1 uses infonna- 
tion collected by Braddock and colleagues at the University 
of Illinois at Chicago to show alternative uses for 99 state 
institutions that have been closed or are projected to close 



between 1970 and 1999. As shown, a majority have become 
correctional facilities, exclusively dedicated psychiatric 
facilities, or have had the buildings taken over to house other 
public agencies. Twenty-two facilities were still in the pro- 
cess of exploring alternative uses, while 12 were judged as so 
outdated, asbestos contaminated or otherwise expensive to 
rehabilitate that they are considered unusable. Of all altema- 
ti\’c uses, it seems at present the one of greatest favor is as 
correctional facilities. Corrections is a major growth industry 
in the United States, and offers substantial employment op- 
portunities of similar pay and benefits to persons with back- 
grounds similar to the direct care staff of state institutions. In 
the growing number of conversions of state instiiutions to 
federal and state prisons it is often hard to overlook the irony 
that places that will this year be argued to be wonderful 
homes for persons with developmental disabilities, next year 
will be argued to be wonderful places in which to incarcerate 
convicted felons. But so it go*^s. 

K. Charlie La kin is Director and Robert Proitty is Research 
Fellow with the Research and Training Center on Residential 
Senices and Community Living, University of Minnesota, 
Minneapolis. They may he reached at (612) 624-6328. 



Leaving Institutions: Effects on Those Who Move 



Within the past 25 years, many people with develop- 
mental disabilities have moved out of large institutions 
into smaller, community homes. Originally, people with 
mild or moderate mental retardation movcil. while those 
with severe or profound mental retardation were thought 
to be better served in larger institutions. However, in 
recent years people of all ability levels have been shown to 
benefit from living in community settings. A review of 18 
research studies following the movement of over 1,350 
people - the majority having severe or profound disabili- 
ties - from large institutions to small community settings 
between 1976 and 1988 found the following: 

♦ All of the Studies measured adaptive skills and reported 
at least some improvement in cither overall adaptive 
behavior or in self-care and domestic skills with 
movement to small homes. 

♦ The eight studies that compared the adaptive behaviors 
of those who left the institution and those who stayed 
found significant improvements in overall adaptive 
ability on the part of movers, sometimes as soon as nine 
to twelve months after moving to smaller settings. 

♦ Hive of the ten studies that measured people’s adaptive 
skills while living in the institution and after moving to 
the community found marked improvement in overall 



adaptive behavior or in basic self-help and domestic 
skills. The remaining studies found modest, but not 
statistically significant improvements in these areas. 

In these studies, smaller residential settings had a 
positive impact on the ability of people with mental 
retardation, regardless of level of disability, to gain in the 
areas of self care and domestic skills. Living in smaller 
settings may be especially beneficial to people with severe 
and profound disabilities by promoting greater growth and 
independence in self-help and adaptive behavior skills. 

But, the benefits of community living go beyond improve- 
ment in abMity, offering the opportunity to live in the same 
communities as the general population and to learn to 
function as a part of those communities. 

Contributed by Lynda Anderson, Research Assistant, and 
Sheryl A. Ixirson, Research Fellow, with the CetUeron 
Residential Services and Community Livinii, University of 
Minnesota, Minneapolis. They may he reached at 612 / 
624-6024. 

Reference: The review of the IS studies is fouiui in Larson. S.A. 

l-akin, K.C. ( I9S9). Deinstitutionali/ation of persons with 
mental retardation: Behavioral outcomes. ,hmrna! of the 
AssiH'iation for Persons with Severe Handicaps. 14 (4). .^24-3.^2. 
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Deinstitutionalization Litigation : 
Experiences and Outcomes 

by Judith A. Gran 



Since the early 1970s« more than 45 lawsuits have been 
filed by persons with disabilities and their advocates against 
stale institutions. These lawsuits have been enormously suc- 
cessful by any measure. In the great majority of cases, per- 
sons with disabilities have prevailed and received significant 
relief from ill treatment and other wrongs. By the end of the 
1980s, court orders in 16 states and the District of Columbia 
had resulted in a significant expansion of community ser- 
vices in those states (e.g., Connecticut, Florida, Louisiana, 
Maine, Michigan, Minnesota, Nebraska, New Hampshire, 
New York, North Carolina, Noith Dakota, Oklahoma, 
Pennsylvania, Rhode Island, Vermont, and West Virginia). 

In the 1990s, the number of states experiencing institu- 
tional litigation continued to grow, and court orders and 
decrees were entered in California, Illinois, New Mexico, 
Tennessee, Utah, and Wyoming, By the mid-1990s, three 
states - New Hampshire, Rhode Island, and Vermont ~ and 
the District of Columbia were institution-free, all as a result 
of litigation, and other slates had expanded community 
services dramatically. For example. North Dakota reduced 
its institutional population by 809^ during the first 10 years 
after the court's order in Arc of North Dakota v. Olson and 
increased community spending more than twenty-fold. 
Wyoming has achieved a comparable reduction in institu- 
tional population in the four years since the consent decree 
was entered in West in \\ Wyominff State Training SchooL 
along with the creation of a comprehensive array of services 
in the community. 

The vast majority of these cases were brought as class- 
action lawsuits seeking to enforce institutional residents' 
constitutional and federal statutory rights. Some highly suc- 
cessful cases have been brought in stale court under state 
law. and in a few cases advocates have won deinslitutionali- 
zation with the creative use of state commitment statutes. 

The plaintiffs have been individual institutional residents 
(including persons with developmental disabilities inappro- 
priately confined in nursing facilities and state mental health 
facilities), state Arc affiliates. Protection and Advocacy sys- 
tems, and parent groups. More recently. People First organi- 
zations have initiated lawsuits against institutions in Tennes- 
see and Connecticut. 

The successful litigation strategies of plaintiffs in insti- 
tutional litigation include use of institutional residents' rights 
under the Due Process Clause of the Fourteenth Amendment. 
In Youngherg w Romeo ^ the U.S. Supreme Court held that 
those rights include safety; freedom from harm: freedom 
from restraint; adequate food, shelter, and medical care; and 



habilitation in accordance with professional standards. Plain- 
tiffs in institutional litigation have used the Romeo rights to 
secure community placement using two related strategies. 

First, they have shown that the congregate, artificial, and 
segregated nature of the institutional environment presents 
overwhelming obstacles to the delivery of appropriate ser- 
vices to persons with severe disabilities. The evidence in 
most institutional cases shows not only that residents are 
being harmed in a particular institution, but that institutions 
inherently deny to persons with significant disabilities 
exactly what they need the most - the opportunity to learn 
skills in the natural environments where those skills are 
practiced, the benefits of close, personal attention in a 
family-like environment; and the advantages of modeling 
peers without disabilities. 

Second, plaintiffs have won community placement by 
showing that “habilitation in accordance with professional 
standards" means the opportunity to develop one's abilities 
(habilitation) in a normal community setting. To date, four of 
the twelve federal Courts of Appeal and a number of district 
courts have found that institutional residents whose interdis- 
ciplinary teams recommend community placement are en- 
titled to services in the community, either as a remedy for 
violation of their right to adequate habilitation in the institu- 
tion or to prevent violation of their right to adequate habilita- 
tion in the future. When plaintiffs prove that habih;ation in a 
community setting is needed to comply with the law that 
institutionalized persons be given minimally adequate habili- 
tation in accordance with professional standards, courts have 
ordered community placement. 

In some cases, plaintiffs have won community services 
by using the integration requirement of Section 504 of the 
Rehabilitation Act of 1973 and, more recently, the analogous 
provision of the Americans with Disabilities Act. Both 
statutes prohibit segregated ser\dces unless segregation is 
necessary to provide services effectively. \n Jackson v. Fort 
Stanton Hospital and Training SchooL the district court held 
that Section 504 required the provision of community ser- 
vices to institutional residents whose interdisciplinary teams 
had recommended community placement. In a recent deci- 
sion, the Court of Appeals for the Third Circuit endorsed the 
same reasoning and held that Pennsylvania officials could not 
deny home and community basic personal assistance services 
to a nursing facility resident who could live outside the nurs- 
ing facility if provided those services. 

Institutional litigation has had a profound impact on the 
lives of persons with disabilities and on state developmental 
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disabilities service systems. The outcomes of institutional 
litigation include: 

• Significantly higher quality of life for former institutional 
residents, as measured by gains in adaptive behavior, re- 
duced challenging behavior, increased number of ser. ice 
hours, increased family and consumer satisfaction, and 
expanded opportunities for community integration. 

• Significant increases in public spending for persons with 
developmental disabilities. 

• Dramatic expansion in community ser\ ices and reduction 
of institutional populations. 

• Demonstration that institutions are not needed to serve 
persons with significant disabilities. 

• Remarkable changes in the configuration of community 
services in states that have experienced litigation. 

Research shows a high correlation between institutional 
litigation, reduction of institutional populations, and in- 
creases in MR/DD spending in both the institution and the 
community (Braddock, et al., 1995). Each of the five states 
that ranked highest in reduction of institutional populations 
between 1988 and 1992 - the District of Columbia, New 
Hampshire, West Virginia, Michigan, and North Dakota ~ 
was the object of a coun order or consent decree requiring 
expansion of community services in the 1980s. Of the 10 
states ranked highest in 1992 in fiscal effort on community 
services, all but Iowa have experienced litigation. 

Among the most striking outcomes of institutional 
litigation is its impact on the development of community 
service technology. Unlike traditional deinstitutionalization, 
which has often led to community placement of persons 
with relatively mild disabilities while persons with greater 
needs remain at the institution, court-ordered deinstitution- 
alization requiring community placement of all those who 
would benefit from community serxdces has forced state and 
local authorities to develop community services for all 
institutional residents. 

As a result, institutional litigation has dramatically 
changed the shape of community services systems. For 
example, the Pennhurst litigation in Pennsylvania resulted in 
the placement of virtually all residents of Pennhurst Center 
in the community. Before the court's orders in 1978, com- 
munity living arrangements (CLAs) in the city of Philadel- 
phia served only persons with mild disabilities and city 
officials sent nearly all Philadelphians with significant dis- 
abilities to institutions far from home. Ten years later, when 
Pennhurst closed, the number of persons living in CLAs in 
Philadelphia had doubled and the community service system 
had developed the capacity to serve persons with the most 
complex needs possible. 

In Oklahoma, at the time that Homeward Bound v. The 
Hissom Memorial Center was filed in 1985, there were 



hardly any communily services for persons with significani 
(lisabililies and indeed no real comnumity serxMce delivery 
s\ stem. A small number of service providers contracted 
directly with the state (o ser\e persons with very mild dis- 
abilities in large group homes with minimal staffing al rates 
of less than $30 a day. Case management and family support 
services were almost nonexistent. As a result, many children 
were institutionalized al age six and remained there with no 
hope of discharge except to a nursing facility where persons 
with developmental disabilities were housed at bargain base- 
ment rate:s. Nine years later, as Hissom closed, the state had 
developed a system capable of supporting all persons with 
disabilities that was recognized throughout the nation as a 
model of quality individualized services. 

Litigation has also stimulated the development of 
community services technology as the courts and the parlies 
to consent decrees have crafted remedial orders to reflect 
best practices. In the late 1970s, the Pennhurst court ordered 
the defendants to develop new case management systems, 
with small caseloads, based in oulside provider agencies. 

The Homeward Bound court ordered the state to develop 
community services including supported living, intensive 
family support, and supported employment. 

During the 1990s, both in new deinstitutionalization 
lawsuits and older cases, plaintiffs have focused more atten- 
tion than ever on the improvement of services and imple- 
mentation of state-of-the-art practices in the community. For 
example, the consent decree in Coffelt \\ DDS requires 
systemic reform of community service systems in northern 
California, including the provision of more individualized 
and person-centered service models and the development of 
quality assurance systems. Similarly, the consent decree in 
Nelson v. Snider \n Pennsylvania requires person-centered 
planning, supported employment as the preferred daytime 
activity, consumer and family monitoring in the communit> , 
and the option to use consumer-driven financing for all 
members of the plaintiff class. The most recent orders in the 
21-vear-old Pennhurst litigation in Pennsylvania require the 
development of a comprehensive quality assurance system 
for class members in Philadelphia, and the parlies have 
negotiated improvements in the court-ordered individual 
habilitation plan (IHP) process to make it more person- 
centered. As we move toward the close of this remarkable 
century of social and altitudinal change, litigation will 
continue to be a valuable tool in institutional depopulation 
and closure, and a powerful instrument for honoring and 
ensuring the full citizenship of persons with disabilities. 

Judith A. Gran is Staff Attorney with the Public Interest Imw 
Center of Philadelphia, Pennsylvania. She may be reached 
at 215/ 627-7 100, 

Reference: Braddock. D., Hemp, R., Bachelder, L.. Sc Fujiura, (i. 
(1995). The State of the Stan s in Developmental Disahilities (4th 
edition). Washington, DC: American AsscKiation on Mental 
Retardalion. 
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«V Overview 



Thoughts and Impressions on Institutional Closure 

h\- Steve Taylor 






Having roHowed siiccessrul 
insiicutiona! closures tVoni a 
distance, observed less successful 
et torts closer to home, and j)ar- 
ticipated in numerous meetings on 
the planned closure of Syracuse 
I)e\elopmcntal Center. I have 
formed some thoughts and impres- 
sions on the closure process. Of 
course, no definitive conclusions 
about institutional closure can be 
reached yet. We need more ex- 
amples of how to close institutions 
in all regions of the a'untry and in 
states not noted for their forward- 
looking administration of develop- 
mental disability services before 
we write the step-by-step instruc- 
tions. if ever vve can. However, it 
is not too early to begin to draw 
some generalizations about 
institutional closure from experi- 
ences to date: 



There are dift'erent ways to 
clo.se an institution. In.^ti- 
tutions have been closed suc- 
cessfully in one of two major 
ways. The first is to announce 
the closure far in advance with 
broad political and public sup- 
port. The second is to grafinally 
and quietly depopulate an insti- 
tution to the point at which the 
costs of continued operation are 
prohibitive and no responsible 
public official can Justify the 
expense. Which strategy works 
best? The former seems to have 
worked in Vcrnu)nt, while the 
latter seems to have been 

effective in New' Hampshire. It is preferable to have pol- 
itical consensus in favor of closure and to close an insti- 
tution through a planned, orderly, and public process. 
However, the political and economic climate will dictate 
the strategy that will work best in any particular slate; in 
some states, circumstances may argue against a public 
announcement of closure far in advance. What is most 
important is not which strategy is used, but whether re- 
sponsible officials do. in fact, have a strategy for closure. 



the Community Imperative 

A Refutation of All Arguments 
in Support of Institutionalizing 
Anybody Because of 
Mental Retardation 

In the domain of Human Ri: hts: 

All people have fundamental 
moral and constitutional rights. 

These rights must not he abrogated 
merely because a person has a 
mental or physical disability. 

Among these fundamental rights is the 
right to communit}' living. 

In the domain of Educational Programming 
and Human Service: 

All people, as human beings, are 
inherently valuable. 

All people can grow and develop. 

All people are entitled to conditions 
which foster their development. 

Such conditions are optimally provided in 
community settings. 

Therefore: 

In fulfillment of fundamental human rights, 
and 

In securing optimum 
developmental opportunities. 

All people, regardle,^s of the severity of their 
disabilities, are entitled to community living. 



The Community Imperative, was issued by the 
Center on Human Policy, Syracuse University, in 
1979 in response to backlash again.st 
deinstitutionalizalion. 



• \\ here the people go is more 
important than whether an 
institution isclo.sed. Institutional 
closure is a worthy goal, but it is 
merely the means to the end •• 
community integration and inclu- 
sion. If an institution is closed 
through transfers to other public or 
private institutions, the creation of 
mini-institutions in the communitv. 
or the re-naming of units on insti- 
tutional grounds, then little has 
been accomplished and. poien- 
liallv, much harm has been done. 
Institutions must he closed in a 
manner that gives each person 
increased opportunities to partici- 
pate in community life. 

• Compromises need to be made 
in the closure process. No state 
has replaced an institution with a 
totally individualized system of 
communitv supports. The goals of 
institutional closure and the 
development of individualized 
services are inconsistent, and per- 
haps contradictory. This creates a 
difUcult dilemma. Should people 
be forced to remain in institutions 
while states realign their policies 
and fiscal mechanisms and service 
providers develop the capacity to 
offer individualized services on a 
large scale? Or, should institutional 
closure proceed even though all 
people will not be able to be sup- 
ported in individualized ways? 
Either path represents a c pro- 
mise in values and desired out- 
comes. The only reasonable way to 

approach the dilemma is to ask which path will cause the 
least harm to the fewest people. bTom this vantage point, 
continued institutionalization cannot be Justified. Even if 
ideal services cannot be developed, people should not be 
denied the opportunity to live a belter life in the commu- 
nity. Institutional closure will require compromises, Com- 
promises are most dangerous when they are not acknowl- 
edged as such. 
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• People with the most significant neeos should be moved 
into the community throughout the institutional 
closure process. People with the most severe disabilities, 
ineluding those with complex medical and behavioral 
needs, should have equal opportunity to live in the com- 
munity. For this reason alone, they should be moved into 
the community during all stages of institutional closure. 
More than that, community pro\ iders need time to develop 
the capacity to support people w ith the most significant 
needs in the most responsive and individualized ways, 
When people with se\cre disabilities, as a group, are the 
last to leave an institution, it is likely that they will be 
placed in the'most restrictive and least integrated settings, 
simply br'‘ ^use planners and prc.-viders lack the skills and 
expcri^iice to support them in other ways. 

• Institutional closure should proceed with concrete 
benchmarks and tangible indicators of progress. 

The more carefully planned an institutional closure, the 
greater the probability that an institution will be closed in 
timely fashion and replaced with responsive services in the 
community. At the minimum, administrators and planners 
should establish targets for census reduction and the 
development of residential, \ oeational. medical, and other 
community supports and services as well as vehicles to 
monitor progress toward meeting those targets. In in- 
stances in which closure has been initiated by bodies or 
officials other than administrators responsible for closing 
an institution, closure plans should address implementa- 
tion steps, specific descriptions of the kinds of community 
services to be developed, and strategies for safeguarding 
quality. 

• When the goal of institutional closure is explicit, all 
relevant parties should be involved in the process and 
information should be readily available. Institutional 
closure can be controversial, but this does not justify 
excluding relevant parties - advocates, parents, institu- 
tional staff, local elected representatives. eommunit\ 
providers, and others - from planning or withholding 
infonnation about the process. Once a policy of closure 
has been adopted, all interested persons should have the 
opportunity to participate in planning and to voice their 
eoneenis. Suspicion, distrust, low morale, and rumors 
serve no one's interests. 

• Institutional parents should not be treated as the 
enemy. In some states, institutional parent groups have 
been vocal opponents of closure. Many parents placed 
their sons and daughters in institutions years ago on the 
ad\ice of professionals when few. if any options were 
a\ailable. Now. some parents are fearful of losing the 
sense of security provided by the bricks and mortar of the 
institution. These parents are mistaken in believing that 
their sons and daughters belong in institutions and that 
security cannot be provided in the community. But the\ 



did not create the institutions and are deserving of sympa- 
thy and respect. Quality community services and the long- 
term commitment of community providers will eventually 
allay parental fears and concerns. 

• Advocates and administrators have complementary 
roles to play in institutional closure. Advocates have 
served as important catalysts for change, including the 
closing of institutions, and have a critical role to play in 
monitoring the closure process and the quality of services 
in the community. Yet the success of closure efforts will 
depend upon competent and committed administrators. 
Advocates should not attempt to manage the ^.losure 
process, but should direct their i ris to making sure that 
the right persons are in position . . accomplish the goal. 

The most successful administrators know how work 

w ith advocacy groups and arc open to external scrutiny 
and review. 

• Closure should be accomplished in a manner that 
mininjizes disruptions in people’s lives. Under the best 
of circumstances, moving from a highly regimented and 
controlled life in an institution to less restrictive settings in 
the community can be a disorienting experience. Repeated 
movement of people from one institutional unit to another 
prior to closure should bo av oided at all costs. 

• Institutional closure should result in a decentralization 
of decision-making regarding services. With the closure 
of public institutions, decision-making should shift from 
state capitals to local communities. People with develop- 
mental disabilities themselves and those who are close to 
them should have a major say over where and with whom 
they will live and how they will be supported. Decentrali- 
zation of decision-making docs not mean that appropriate 
governmental bodies should abandon their legitimate 
oversight role. 

Despite progress, the fact that nearly 150.000 people 
with developmental disabilities remain in public and private 
institutions and nursing homes is a sobering reality. Regional 
and state variations in deinstitutionalization efforts are strik- 
ing. We need to be reminded that not everyone agrees that 
all people with mental retardation belong among us and have 
fundamental human rights. Many of the same arguments 
made pre\ ioasly to oppose de institutionalization are used 
today to oppose school inclusion, non-aversive interventi(>.'s. 
and other humanistic efforts. We must continue to speak out 
clearly and forcefully on the issue of institution versus com- 
munity living so that all people, regardless nf the severity of 
their disabilities, are afforded the opportunity to live in the 
community and experience the associated rights and respon- 
sibilities of citizenship. 

Sti^vc Taylor is DifV('t(>r of thr Canter on Hinnan Poli( \\ 
SyracKse University. Syraense, New York. He may he 
reaeited at i M 5) 44d-44H4. 
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/ 0 Self’Advoi ate Expehem es 



Inside and Out: 

Former Residents Reflect on Their Lives 



Below are the stories of two hilividuals who were once 
residents of state institutions. Today, they live ifi their own 
homes and are actively workinit to improve the lives o{ all 
persons with di.sabilities throutth their involvement with 
Self Advocates Becoming' Etnp/>wered. the national self- 
ad voeny i^roup. 




■ Russ’ Story 

My name is Russell 
Daniels. I was 12 years 
old when 1 was sent to a 
state school. When 1 left 
there I w^as 28 years old. 
I'm 50 years old now. I 
w^ent in April of '58. It 
was a rainy day. I w'ent to 
the institution because I 
had problems with going 
to school and stuff like 
that. You know, when 
you don't like school 
that's what appens. And that's one reason w'hy I had to go 
to the institution, because 1 was a problem child. Everybody, 
you know, sometimes gets in trouble and they don't like to 
go to school, and stuff like that. 

1 wa.sn't allowed to sec my family the first day. They 
give you a week without seeing them. After awhile they 
stut letting you have visitors. In those days they let you go 
out for the day but w hen you came back you would be 
searched. You couldn't have mone>‘, w'atches, rings, or 
anything. They'd take everything away because that was the 
rules and regulations. 

I'm really proud to be out and I never want to go back 
to any institution at all. It was terrible. They treat you like 
dirt. You don't get treated like a human being. They treat 
you mean, like, you know, you do something, they slap you. 
"Do this, and do that. Sit down and don't say a word." So, 
when I got about 17, something like that, I took off. Packed 
up my lunch and took off and went into the w'oods and went 
on the highway and started walking. Then I got picked up 
by the police. So they brought me back and put me in se- 
clusion. They put you in a room by yourself for aw'hile and 
let you stay there, and later on they let you out. Then you 
couldn't go anywhere for that amount of time. 

1 wanted to leave because 1 didn't like it after that llrst 
time. 1 didn't like it at all. I was scared, and didn't know 
anybody, and all that. But after aw hile I got used to it. I got 
friendly with everybody. Yeah, it was all right then. Yet, I 
wasn't given any choices. I wasn't abused, but other people 



were. Other people got abused, got pushed around, banged 
around and stuff like that. I mean it was terrible, you know. 

During the day they put you in a mom with a bunch of 
other people and they'd stay there. After I got used to being 
there I went to school and I had a job. I used to help clean 
the place up and do dishes and set tables. They didn't pay 
you. That was a Job, and that's what you had to do. For fun 
they w'ould have movies and dances and stuff like that. 

You'd have to get up at six in the morning, get dressed, 
make sure everybody else is up, make your bed, and then 
everybody went downstairs in the day hall. They are ready 
to go down for breakfast at seven o'clock. We all had to be 
in line. The second shift comes in, they go outdoors and 
play, you know', play baseball or something like that, lunch- 
time was about noon, and then they come in about five 
o'clock. Everybody comes in, washes their face and hands, 
line up and get a tray and get their food in line and sit down. 
At night they watched TV until nine, w-hich was bedtime. 
Everything shut off, the lights off and that's it. 

Now, I live like a king. I'm happy I do what I want, go 
where I want. I can come back when I w'ant. Nobody tells 
me, "You can't go here, you can't go there." 'Cau.se that's 
annoying. I live by myself. I pay my own rent. I pay my 
bills. I work at the Senior Center. I have been working there 
for about three years. I'm a Janitor. I clean up the place and 
lock up and help the elderly people out. You know', help 
them down stairs and stuff. 1 love it. And they all love me. 

I am working on the Self Advocates Becoming Empow- 
ered subcommittee. Operation Close the Doors. We passed a 
petition around for people to sign to show* their support. I 
brought that to some people and they said they wouldn't 
sign it because they didn't think it was a good idea all places 
should be closed. So 1 Just looked at them and 1 said, "Why 
do you say that?" Because they're not getting the care, treat- 
ment like they used to get when they w'ere in an institution. 
That's w^hat they were saying. When they used to be there, 
they used to get a dentist, a doctor — everything right there 
on the campus. Today, doctors may refuse to take a patient 
with a disability. Like last time I went they took me, but 
there was anothei' person that used to live in an institution, 1 
know him well, they refused to take him. The next person 
came in. They took that person and had the other person 
wait. And I went up there and I said, "This person has been 
w'aiting for an hour. It's not right to take the next person 
when he just walked in the door and this other guy has been 
sitting there for an hour, and the other guy without a dis- 
ability that came in, they took him right aw'ay. That really 
bugged me, so I got up there and 1 told the person. I said, 
"This is not right for you to do. Have this disability person 
w^ait that long and wait on the other person that didn't have 
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a disability.'* You know, they said, “Well, you got a point 
there." vSo what they did, they listened to me and they took 
that person and had the other person sit down and wait. 
Because I got up there and I told them how I felt about it. I 
told them I used to live in institutions myself and I know 
how they are when they do something like that. 

I have friends that I visit in the institution. They tell me 
they want to leave because they saw me leaving, They said, 
“Well, gee, how come this guy is leaving?" So I said, “All 
you have to do is be patient. You'll be next." There was one 
person that didn't want to leave the place because he was 
afraid to go out into the community because he didn't figure 
he wouid get the care. 1 said, “Don't worry about that. You 
will get the care like everybody else." So, they didn't think 
he would make it, but he did. He got out, and he made it. I 
saw him the day I left to come here. He said, “Well, w her- 
ever you go, you make sure that you bring up that I made it." 

Russ Daniels is a hoard member of the self-advocacy 
organization Open Door Club and is active in Operation 
Close the Doors. He lives in Beichertown, Massachusetts, 
and may he reached at 413/323-6036. 

■ Mark’s Story 

My name is Mark 
Samis. I was 15 when I 
went into the institution 
and I lived there for 12 
years. When I entered the 
state hospital and school 
back then I w^as scared 
'cause I thought I would 
never see my family, 

'cause there were people 
up there whose family just 
put them up there and 
forgot about their love. 

I had no rights. I could not speak up for my rights. If 1 
did, the supervisor or attendants would work me over, Bat- 
ten me out or things like that. I had no privacy. I could not 
go to a room to cool down when felt sad about something or 
didn't want to be bugged, things like that. And I could not sit 
outside and visit friends of mine who lived on other wards. I -, 
could not sit on the merry-go-round, swing set, what have 
you, to visit with my friends. I had no girlfriend up there. I 
couldn't talk to my male friends. If I did, an attendant would 
chase me back. Again, 1 couldn't say nothing or I'd get slap- 
ped up or what have you. A few' times they would slap me 
up for not saying something. They'd use a stick. Like, I 
could not have friends, they were telling me. 

There was this one substitute attendant who w'ould not 
let me sit at a table, paint-by-numbers, play card games, 
things like that. He'd force me to w'atch TV when I didn't 
want to watch TV 'cause I'm not a soap opera fan. That's all 
they'd watch. So, if I'm working on this paint-by-numbers 



set, he would put his hand on it to smear it up and say, “Nice 
job." He didn't actually smear it up, though he would have 
felt like doing it. He just he kept getting on my nerves so I 
would say something. He was just waiting for me to say 
something, but I wouldn't play his game. So when he was on, 

] knew I would just go put away the paint-by-numbers as 
soon as he walked in the door, and go and watch TV. 
Sometimes when he was officially on duty he would come 
over and say, “You're lucky you made this decision. You're 
over here watching TV." Again, 1 wouldn't say nothing. He 
just couldn't get me to play his game, hoping I would say the 
wrong thing. Then in the evening during prime time when 
there is programs I wanted to watch, he would not let me 
watch them. 

And they forced me to do things against my will. They 
intimidated me, put it that way. Now, 1 would say I was 
physically and mentally abused. Like speaking up for my 
rights, my God-given rights, they would slap me up and 
things like that. They called me every name underneath the 
sun you can think of. That's how I was mentally abused. 

When January 8, 1974 came - the day I was to leave - I 
wanted to get away from that place. It was the worst exper- 
ience I ever faced. I don't want nobody to go through that. I 
felt like I was in a warehouse or something. 

Now, I travel telling my story to college students who 
are being teachers or working in special education and things 
like that. I just go around and give them a message: Treat 
people with disabilities as you want to be treated 'cause one 
day you students might become the parent of a child with 
disabilities and you would want that child to be treated as 
anybody else would be treated. I tell them, “Look at a person 
with disabilities as a person first, not their disabilities. You 
want lespcct, so do we people with disabilities want respect." 

I also went back to the institution and told my story. The 
superintendent and I went riding around in these golf carts 
touring because I wanted to see that building I described 
where I had no rights. I explained to him what it was like, 
what this building was like. It's like when survivors of World 
War II go back to these death camps how they remember this 
was the gas chamber, this was the barracks and things like 
that, this is where we ate, things like that - I could remember 
that building just like it was still there. 

Now, in the past few years my life has all turned around. 
Nothing but great things have happened to me since leaving 
the institution. Maybe it took awhile. Like they say, patience 
is always rewarded. So I'm very proud of what I do now. 

I'm hoping to sec these institutions all over the United States 
close and I don't care what they do with them once they get 
them closed. As far as I'm concerned they can drop a bomb 
on them once they get the people out. 

Mark Samis is Vice President of People Pirst of South 
Dakota, Vice Chair of the South Dakota DD Plannini* 
Council, a hoard member of Self Advocates Becomiuft Etn- 
powered, and is active in Operation Close the Doors. He 
lives in Pierre, and may he reached at 605 / 224-64H6. 
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Operation Close the Doors: Working for Freedom 

hy Tia Nells and Nancy Ward 



Self Advocates Becoming Empowered is a national 
grassroots orgain/.ation of local self-advocacy groups in the 
United States, Our organization believes that people with 
disabilities should be treated as equals. That means people 
should be given decisions, choices, rights, responsibilities, 
chances to speak up to empower ourselves, and opportuni- 
ties to make new friendships and renew old friendships just 
like everyone else. We should be able to learn from our 
mistakes like everyone el.se. Not all members of Self- 
Advocates Becoming Empowered lived in institutions. We 
all have friends who have lived in them. Other members still 
live in institutions. We all know the stories. We know that in 
some ways they are the stories of us all. That is why one of 
our major goals is to close institutions. That is why we 
believe that people should live in their own communities. 

This past June, our Operation Close the Doors commit- 
tee met in Chicago to develop a plan outLning strategies to 
close institutions and to open the way to community living. 
This plan was adopted at the national steering committee 
meeting in April. The plan outlines what local, state and 
national organizations can do to close institutions and how 
to place pressure on local and state service systems. The 
plan also describes how these organizations can support 
individuals who live in institutions and those who arc mov- 
ing into the community. Tools needed by local, state and 
national groups were also identified. 

As part of this project, we are interviewing friends and 
others who have lived in institutions to tell their stories 
about what it was like to live in an institution and what it is 
like now to live in the community. Hearing these stories has 
strengthened our conviction that those of us who are on the 
outside cannot rest while others are still shut away and not 
treated as real citizens of our communities. The following 
are examples of some of the stories we've heard: 

• One person from Pennsylvania said, ‘'|Thc institution! 1 
lived in was run like a prison. I felt I had no freedom, I 
only got to leave to visit my family four times a year. 
There was no variety of foods. I feel more like my own 
person living in the community. I like having choices. I 
have always wanted to live like everybody else. I feel that 
these institutions should be closed down. If I had [tliel 
opportunity to change all that I would." 

• An individual from Massachusetts wrote us a letter and 
said, '‘Many terrible things happened to me. I was yelled 
at by porters and nurses. One porter pushed mo down the 
stairs. Another pushed glass into my eye. 1 needed surgery 
to have it removed. Another time my fingers were bent 
back as punishment. I now have friends in the commu- 



nity, I am able to go places, I think institutions are rotten, 
they are like jails. It's worse than a prison!!!" 

• A person who had lived in a New Hampshire in.stitution 
remembered, “1 was abu.sed terribly! The attendants hit and 
slapped people and myself. We didn't have the freedom to 
do things on our own. If you didn't do what they told >ou. 
you would be locked up in a room. They forced you to do 
things," He then said, “Now I live in my own apartment 
and I am happy,.,, I have a tutor and two jobs,.,, I enjoy 
meeting people and volunteering," 

• In New Jersey, a woman told us her story. She said, “[My 
sisterl told me I was going to learn something [in the insti- 
tution ]. I didn't learn anything good. I learned that staff 
say they don't believe in hitting, but they hit me, I don't 
know w'hy. I always got beat up in the institution. My hair 
was pulled, I was punched in the mouth. My teeth bled, I 
had two operations. The first was a tracheotomy. A con- 
sumer in the institution forced a key down my throat. The 
second was a tubular ligation, I bled so much that they had 
to perform a hysterectomy. I wanted to have kids, I now 
have scars that remind me of those days," She then said, “ I 
[now] live in a supervised apartment, I have more indepen- 
dence. I get to do things for myself. I like going places,,,, 
see trees blowing in the w'ind, people walking on the 
beach. It makes me very happy to see other people happy." 

A self-advocate from Oklahoma sums up the reason why 
Self Advocates Becoming Empow'cred has undertaken 
Operation Close the Doors: “Everybody has rights, just 
because we are different or look different does not make us 
have to be in institutions. We are people just like you and 
anyone else, so start treating us like other people, and not 
animals," Some of us from Self Advocates Becoming E o- 
powered were at the White House for the celebration of th' 
Americans with Disabilities Act, The President told us, “We 
have made great strides as a nation in fulfilling America's 
promise of common sense justice. Still, much remains to be 
done." We know we must do something. The first step in “all 
that remains to be done" is to set our people free. End their 
exile. Join us and our allies in ending this long sad chapter in 
America's history. 

Tia Nelis and Nancy Ward are Co-Chairs of Self Advocates 
Heconiinff Empowered. Tia is also Chair of Operation Close 
the Doors and Self-Advocacy Advisor with the Institute on 
Human Development, University of Illinois at Chicaiio. Tia 
tnay he reached at J 12 / 41 2-12S4: Nancy may he reached at 
402 / 476-0002. 
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On the Outside Looking In 

by Ruthie-Mcnie Beckwith 



Whenever we first drive up to one of Tennessee's large 
siate-fun institutions, our first impression is that of a for- 
tress, island or maze. There are green lawns, and lots of 
buildings with names like Canteen. General Mainlenancc 
and Operations, and Infirmar>'. At the entranee. I sit in my 
car and rapidly feel small and insignificant as we try to dis- 
cern the route that will take us to the people we want to visit. 
1 feel my resolve begin to waver as some of the people in the 
ear begin to point the way because they are experts - they 



They have agreed to come back to visit 
people. ..who live lives so invisible that 
people from the outside looking in cannot 
be totally sure of their existence. 

used to live there. They have agreed to come back to visit 
people and work to establish fragile relationships that are 
defined by bureaueraey and history, a history of people who 
live lives so invisible that people from the outside looking in 
eannot be totally sure of their existence. 

Franees Hamblen, one of our state self-advocacy 
leaders, has said. ‘*I eare about getting the people out in 
publie and letting them talk about what is going on. So, we 
go to talk to our members of People First of Nashville [who 
live in the institution], trying to get them to come to our 
meetings: to go and hsten to them, try to find out what their 
needs are, and how they want to move out. If they need help, 
they ean call us to do more visits." 

Charles Hall, another Nashville People First member, is 
firmly committed to this work. He's the first to proclaim, 
‘The people in the institutions need more freedom, like the 
freedom to do what's right for themselves and others. For 
example, I would like to invite a friend of mine over to my 
apartment for my birthday, but 1 don't know if the institution 
will let her or not. We hope we ean get more people out. We 
want them to have more freedom. It means I'm talking to 
people about getting into People First and about the rights 
we have. If we are going to free our people someday, we 
need to do it right away - get them into group homes or 
apartments, whatever they want to do. 1 don't know if the 
Superintendent agrees with me or not." 

The visits that Frances and Charles make are one of 
many ways that members of People First of Tennessee have 
been reaching out to people who live in Tennessee's devel- 
opmental centers for the past 12 years. Other efforts include: 

• Helping people in institutions to have their own self- 
advocacy chapter. 



• Helping people in institutions who join a eommunity self- 
advocacy group. 

• Pro\ iding personal support and advocacy. 

• Providing self-advocacy training to individuals on the 
inside. 

• Testifying at hearings about closing institutions. 

• Including people who live in institutions in all aspects of 
self-advocacy work. 

• Filing litigation on behalf of members in institutions. 

Members who have been involved in this work value it 
highly. "I got to know how one of our members feels about 
(the institution], reaching out to her and trying to help the 
ones that are still there. We went out to eat and helped her 
find somebody she can talk to", says Frances. Charles 
agrees, ‘it makes me feel good w'hen I m out there listening 
to people. It makes me sad w'hen I have to leave. I like to 
talk to the people. The thing is. we don't have much 
transportation to get there as much as I would like to." 

So, we find our way and park in front of the cottage 
where several People First members live. We have all 
signed the appropriate visitor forms and given the names of 
the people we want to see. We know' w'c won’t ha\e much 
time to visit or much privacy. Sometimes we walk around 

Each time we visit is another opportunity 
to connect. Usually we are the only people 
who have visited some people 
in several years. 

outside and sometimes we leave the facility and go out to 
cat. Each time w^e visit is another opportunity to connect. 
Usually we arc the only people who have visited some 
people in several years. 

Helping people become visible is hard work. Members 
w ho want to visit are dependent on other people's schedules 
and transportation. Calling and making arrangements ean be 
complicated by the institution's bureaueraey. Sometimes we 
are met with outright resistance and refusals to honor our 
visitation requests. However, w'hen schedules permit and 
there's gas in the lank, w e go. People First of Tennessee 
members will keep going until everyone is free. 

Riithic-Maric Beckwith is Staff Advisor to People First of 
Tennessee, Nashville. She may he readied at 615 / 259d)490. 
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There is a Hell: One Parent’s Story 

by Kathy Haydiike 



As a parent of an adult woman with nicntai retardation, 

1 can say there is a hell. Mine is created out of ihe guilt of 
having put my daughter into it. The hell I speak of is called 
an institution, Wc put our children into institutions because 
wc reach the end of our rope: we are in total despair. We 
feel grateful for a place where they have three meals a day 
and people who are willing lo care for them. 

Our daughter Stacey was 4 1/2 years old when we put 
her in an institution. She was a happy, cute, bright-eyed 
little girl. At this age her brother and sister were terrified of 
her. We were not welcome in any of our family’s homes, or 
any of the neighbors'. We took her to the institution for the 
first time in November, and wc came home completely ex- 
hausted. 1 said to my husband. "Do you hear it?” He said. 
"Hear what?” 1 said, "Yes, it’s the silence. The children are 
not crying any more." We didn’t know how lo deal with her. 
so we put her away. No one offered us choices. No one said 
this is how you help her. We didn’t want to abandon our 
daughter to hell. But we couldn't go on. Nothing else was 
offered. It was our only option. 

On our first visit after three days. Stacey’s shine and 
sparkle in her eyes was gone. Before her admission, they’d 
taken us on a tour where they said she’d be living. On our 
second visit, they said she’d been moved and put with the 
seven to ten year olds. They explained that it was because 
she didn't mean to hurt anyone, but she was hurting the little 
people. We said we understood because that's why we put 
her away. We thought no one else would take Stacey, that 
she would have no pemianency in her life: what an obscene 
thought for a parent. Stacey has had to deal with the con- 
stant array of strange people taking care of her. She’s had to 
deal with moving from ward to ward, institution to institu- 
tion. institution to group home. 

While Stacey was in the institution, wc brought her 
home every weekend. It didn't take long for us to see the 
sores starting to appear on her hands. If you look at her 
hands today you can see the scars: the scars of someone who 
has nothing to do. the scars of someone who's hungry but 
it's not time to eat. She chewed on her hands until she made 
sores. Every weekend fd bring her home and her rear-end 
would be broken into a rash. We asked why. and they said it 
was the diet: they said that they couldn't give her food that 
she wasn't allergic lo because they were feeding the masses, 

I never picked her up or dropped her off that I didn’t 
cry my heart out. How can you love someone and do this to 
your own child’/ If she had been at home, with the help I 
needed to keep her, she WDuld not have had to deal w ith 
these things. I remember picking her up one day. She was 
sitting in the chair by the door, I took her hand to help her 
out of the chair, and her legs collapsed beneath her, I 



thought, "My God, how much docs one person have lo 
suffer?” 1 asked the nurse what was wrong: she said arthritis. 

It was a lie. It wasn't until years later that I learned that she’d 
been a victim of physical abuse. You want to believe that 
these are nice people taking care of innocent children, 

Stacey was nine when she was transferred to a smaller 
facility near our home. My first vision of her at this place was 
of her sitting on a chair being punished for flooding the bath- 
room, She spent a lot of time sitting on that chair. 

She may be slow, but she is inquisitive. They weren’t 
giving any toys to the children because they said thai the kids 
used them as weapons against each other. She created her 
own toys by stealing peoples' shoelaces and soles of their 
shoes. One staff person said, "Stacey’s such a delight. 

Always doing something. When she’s bored, she and her 
friend look for something to play with. Sometimes it's a fly 
or a spider.’' They call that a type of play? She was desperate 
for stimulation. Maybe in a smaller setting, like a group 
home, she wouldn't have to play with flies. One time I went 
to pick her up, and the place was loaded with toys. Someone 
had delivered tons and tons of toys. When I brought her back 
lhat night there wasn't a loy in sight. They said that the kids 
started to use them as weapons, so they were put away. 

Around the age of 13 the sexual abuse started. I think 
back, and all the time she was trying to tell me what was 
happening, but I couldn't read her signs. I would say to staff, 
"Why’s she have all those black and blue marks?” And they 
would say that they didn't know, but thal she just keeps hit- 
ting herself It was her way of telling us what was going on. 
When Stacey moved into a group home she had to be treated 
for a venereal disease. I have my proof that she was abused at 
that institution. Two years ago a former foster grandparent 
came to our place of business. She was happy to hear that 
Slacey was not at the institution any more. She said to me, 
"Aren’t you glad she'd not being sexually abused any more? 
Wc foster grandparents used to say how terrible it was,” 

Stacey still lives in a group home. Her life is much better 
now. but it's far from perfect. We'd like to see her have a 
home of her own. with the help she needs, and a real job in 
the community. However, with proposed federal and state 
budget cuts it looks like things may get worse, and it's very 
frightening. People may have to go back to institutions, and 
they won't be able to live in the community any more. I’m 
concerned that families aren’t going to get the help they need 
to keep people out of institutions, 

Kathy liaycinke is a jonndin^ member oj l\irents for Positive 
I'utures and has been actively involved in numerous New 
York parent and advocacy i^roups. 
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Parental Attitudes Toward Deinstitutionalization 



by Lynda Anderson and Sheryl A. Larson 



With the growing number of stale institution closures, 
‘many parents are concerned about finding and maintaining a 
safe, caring, respectful, and permanent home in the commu- 
nity for their sons and daughters who ha\ e mental retarda- 
tion. The possibilities and uncertainty of the move awa> 
from institutions have stimulated parental responses ranging 
from ardent support for deinstitulionalization to adamant 
opposition. Many studies have examined parental attitudes 
and expectations related to deinsiilutionalization. Twenty- 
one such studies reviewed by Larson and Lakin ( 1991 ) 
reported on observations by parents regarding the move from 
institutions to the community, and offered suggestions for 
families and individuals in making the transition. From these 
studies, the following conclusions emerged about parent atti- 
tudes toward their son* s and daughter's lives in institutions 
and in the community: 

• The vast majority of parents were satisfied (secure, 
content, and comfortable) with their family member's 
public institution placement. Eleven of the studies 
surveyed parents while thei^ family members lived at the 
institution on their opinion ibout moving to a community 
setting. Ninety-one percent of the parents were somewhat 
or very satisfied with the institution. Only 2 19^ of the par- 
ents supported the idea of having their son or daughter 
move to a comnumily setting. 

• The vast majority of parents changed their attitudes 
about community placement after their family member 
had moved to the community. Four studies surveyed 
parents before and after their family member mo\ cd to a 
community setting from the institution. Only 15^/r of these 
parents had a positive reaction to theii family member 
moving before the move occuired: after the move. of 
the parents expressed a positive opinion about the move to 
the community. Before the move. 83^/r of the parents re- 
ported satisfaction with the institution; after the move 87^ v 
were satisfied with the community setting. 

• After experiencing community services, parents viewed 
the institution less positively than they did when their 
family member lived there. Seven studies interviewed 
parents whose sons or daughters had moved from an 
institution to a community home about their satisfaction 
with the institution, the community setting, and their 
opinion of the move. Only 52^/< of these parents expressed 
satisfaction with the institution, and of the parents 
reported they had a piwiiive reaction about their farnil) 
member moving to a eommunity home before it happened. 
I'his compares with an K.Vy predischarge rate of satisfac- 
tion with the institution and a l.S^f rate of support for the 



move. The same parents reported an 88^'/^ rate of satisfac- 
tion with their children's community living experiences, 

• Parent.s observed improved quality of life and relation- 
ships for their family member after the move. In five 
studies, more than 657( of the parents reported after the 
move that their family member was happier, that relation- 
ships between their son or daughter and other people 
improved, that needed services were available, and that 
staff members in the homes were competent. Fewer than 
12^/f reported negative changes in these areas. The only 
area in which parents reported considerable uncertainty 
was the ,319f who felt that community funding w'as less 
secure than institutional funding. 

Those parents initially opposed to their child's move to 
the community offered a number of reasons for their attitude. 
In open-ended responses in 16 studies, parents said they 
were initially opposed to the move because they felt that the 
institutions were better than community homes at responding 
to the specific characteristics or needs of their children; 
available homes were inadequate in terms of safety, service 
quality or staffing; the process involved in the decision to 
move people wxis unfair, improper or disrespectful: or they 
felt mov ement to the community w'ould increase the care- 
giving responsibilities of the family members. While most 
parents w'ere ultimately satisfied with the community place- 
ment, many offered recommendations for lessening the fear 
about the move. They suggested those planning for people's 
moving must acknowledge as legitimate the fears and wishes 
of the family and respond to them as well as they can. They 
must include the person who is going to move and the family 
members in decisions related to the move. Visits should be 
arranged for family members to potential community sites, 
and parents who have been involved in previous moves 
should act as guides in these visits and/or be available in 
other ways to parents. Government agencies should assist in 
establishing communication between families and commu- 
nity providers. Finally, they emphasized the importance of 
public articulation of government commitments to funding 
and other policies to ensure the viability, continuity, and 
quality of community settings. 

Lynda Anderson is Researc h Assistanl and Sheryl /\. Larson 
is Researc h Eellow with the Center on Resideniial Servic es 
caul Comtnunity Livini^, Utiiversity of Minnesota, Minnea- 
polis. They max he reached at hl2 / 624-6024. 

Reference; Larson. S.A. A: Lakin. K.('. ( 19^1 ]. Patvnis attitudes 
about residential placement before and after deinstiiulionali/aiion: 
A research synthesis, .foctrnal o/ the Assoc iation f<tr Per.sctn.s with 
Severe HancHeaps^ l()[ I ). 25-.^K. 
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Voluntary Closure: The Homeward Bound Experience 

b\ Donna Hoverman 



There are 63 children and young adults whose "home" is 
Homeward Bound's main facility in New Hope, Minnesota. 
Thirteen of the individuals have lived there for nearly 20 
years, A sixty-fourth "bed" is licensed for respite services 
and is typically used by a dozen children who live in family 
or foster homes. This facility was developed by families and 
in earlier years was the preferred alternative for many child- 
ren who were living in hospitals, nursing homes or state 
institutions. It was, in many cases, the only alternative for 
children whose families were not able to access the appropri- 
ate resources to maintain their child in their own home 
because such services simply didn't exist. 

Most of the people who receive services from Home- 
w'ard Bound arc considered medically fragile. Terms like 
hypothennuL hypertherm 'uu traumatic brain injury, spastic 
cpuidriple^uu cancer diseases, cerebral palsy. Batten 's 
Disease, San Filippo Syndrome (Type A j, hydrocephalic, 
microcephalic, and seizure disorder arc familiar at Home- 
ward Bound. Orthotics, prosthetics, sidelyers, prone standers, 
wedges, mats, wheelchairs, walkers, gastrostomy tubes, 
tracheostomy tubes, and medication carts define the environ- 
ment, Some of the individuals require monitoring by nurses 
24 hours a day; everyone receives it. 

Learning takes place at Homeward Bound. Some people 
have learned to walk, others to move their wheelchairs 
independently. Several have learned to eat with less assis- 
tance from another person, All have learned to tolerate shar- 
ing their immediate living environment with 15 other people 
in one of four "households." All have learned to tolerate the 
potential for at least 21 different staff members to provide 
their personal care . ssistance in any given week. Many of the 
children have learned how to communicate their needs and 
preferences, Mmiy^oTthe staff have learned how' to "read” the 
most subtle Dosages tlu\are communicated to them: A 
smile or fr^n, a ga/e or Ablink. a slight turn of the head or 
shoulder, a cry, a scream. a\arm being tlung, a chin drop- 
ping down, And sometimes a very direct and clear communi- 
cation of "I want... I need... 1 am..." There are many desires, 
many feats, many hopes , and many dreams at New Hope. 

It is a commonly-held belief that people who have severe 
and complex disabilities need to receive services in a 64- 
person environment. In 1990, 12 of the children living at the 
New Hope facility moved to two six-person group homes. 
These homes are owned and managed by Homeward Bound. 
None of these children or their families would choose to 
move back to the New Hope facility. The group homes 
became models within the organization to demonstrate that 
medically fragile kids eould live in homes that were more 
similar to those of the general population, homes with private 
spaces, homes that are designed for special needs and special 
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equipment. Direct service staff were appropriately trained 
and supported to assure that each individual's health, 
developmental, and social needs are being met and their 
preferences nurtured and respected. 

In 1991 and 1992, learning was taking place for the 
management and board of directors of Homeward Bound, 
They learned that it was becoming more difficult to recruit 
and maintain the excellent human resources who were able 
to provide the support required by Homeward Bound's pop- 
ulation, Projections into the future suggested that this dilem- 
ma would only intensify as fewer people would be available 
in the workforce. The skill levels required to support 
individuals w'ith complex disabilities in a respectful and 
continuously improving environment were also increasing. 
The management learned that there was not enough money 
through existing funding streams to adequately support 
existing services, much less make substantial improvements 
in meeting the expectations of more enlightened and eom- 
municative residents and families. They learned that the pro- 
jections for the future of health care funding were, at best, 
dismal. Finally, they found through a series of interchanges 
with the persons being served, their families, and personal 
representatives, that everyone at the New Hope facility 
preferred smaller living environments. The building was 
designed for children; many were now young adults. All the 
living areas were crowded and becoming unsafe. The noise 
level was unacceptable and personal space was nonexistent. 

As a result of this discovery process two major events 
occurred. HBl 2000 was launched, and the board of directors 
made the decision to work toward the development of alter- 
native living environments for cvciyone at the New Hope 
facility. HBl 2000 is a position and a vision. The position is 
that it is important to protect and prcser\'e what had been 
learned about supporting people with severe and complex 
disabilities. In light of fewer human or financial resources. 
Homeward Bound had to create a way for services to con- 
tinue to improve, while assuring each person's respect and 
dignity. The vision is that through the infusion of technology 
into every' aspect of the service delivery system a higher 
quality of services could be offered at a lower cost. For 
instance, one appropriate lifting device and four beds that 
provide for repositioning in one home could replace the need 
for one additional staff person overnight. The savings in the 
staffing costs, with the cost of purchasing the equipment, and 
multiplied by 16 new' environments results in a saving of 
$2,3 million over five years. Perhaps some of that staff time 
could be better used when people are awake and available. 
That's one example. 

The other majoi' event - the decision to develop alterna- 
tive environments and close the facility - was a courageous 
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one when considering the large balance on the mortgage and 
the start up costs associated with new environments. In 1994, 
the organization approached various foundations in the com- 
munity for their support in accomplishing the vision of HBI 
2(K)0. This would begin via the closure of the New Hope 
facility, the transition into new environments, and the infu- 
sion of technology. The response from the private sector, as 
represented by these foundations, was very positive. Recom- 
mendations for further development activity included solicit- 
ing participation from the public sector. In 1995. legislation 
was introduced to specifically provide for the development 
of home and community based waivers for the persons re- 
siding at New Hope. Existing waiver allocation systems 
could not accommodate the higher than average costs that 
w ould be incurred. Ultimately this w'as granted as part of the 
waiver rate allocation restructuring legislation. This was 
tangible evidence of longstanding public sector support for 



the closure of facilities such as New Hope, At the time of 
this writing, negotiations between the county, state, and 
Homeward Bound are taking place to facilitate the closure 
and transition process. Homeward Bound is also w^orking 
w ith foundations, corporations, and individuals in the 
community to secure the private sector support required to 
make HBI 2000 a reality. 

We know it will be a struggle to make our dreams a 
reality, but w'c have no choice. We have made our commit- 
ment to people and we understand that the next step in that 
commitment is not negotiable. As an organization we cannot 
succeed until all current New Hope residents are successful 
and integrated citizens of their communities, 

Donna Hovernuir is Executive Director of Homeward 
HoinuL Inc.. New Hope, Minnesota. She may he reached at 
6I2/5S5-6I7I. 



Remembering with Dignity: Looking at the Past, Present, and Future 



Honoring those who lived and died in Minne.sota 's 
state ifistitutiofis by telling their stories and preserving 
oar history. This is the mission of Remembering with 
Dignity, a collaboration of self-advocates, community 
activists, disability organizations, and others seeking to 
publicly recognize our forgotten citizens in state institu- 
tions. With the planned closing of Min lesota's regional 
treatment centers within this decade, thi- group believes 
that a respectful acknowledgment of th(,se who lived and 
died within institutions w ill serve as a closing chapter to 
our history of institutionalizing persons with developmen- 
tal disabilities, and as a poignant reminder of how easy it 
is to separate ourselves from those we see as dilferent. 
When w^e've closed the doors of institutions, and the 
cemeteries are abandoned, who w'ill remember the people 
who lived there? We have books and even museums 
honoring the superintendents of these facilities, praising 
them for medical and educational progress. But what of 
the thousands w'ho lived and died under the auspices ot‘ 
social welfare and medical progress? “I'hink of the 
horrible things that have been done in institutions.** says 
Ciloria wSteinhring, a member of Remembering with 
Dignity. “People have been used as guinea pigs, as slave 
labor. Women were sterilized against their will. I know, 
beeause they did it to me. We need to remember what 
these institutions were about.” 

The projeet has three areas of foeus; { 1 ) j4aeing 
headstones with names on the unmarked gravesites of 
former residents: (2) colleeting oral histories of life in 
institutions from current and former residents and using 



those stories in a lasting public exhibit: and (3) using the 
media to increase public awareness of the historical role 
of institutions for people with disabilities through sharing 
the personal stories and project goals. 

“We haven't taught others to respect those of us w ith 
disabilities," says Gloria. I have this recurring dream 
w'here a family member comes dow^n to Minneapolis, 
hires a lawyer, and tries to place me in a state institution. 
They say that I'm no longer capable of living in the com- 
munity, This really scares me. and 1 think, w ho can I 
call? I have friends in the community - my pastor, people 
I w'ork with at Advocating Change Together, the many 
friends I've made over the years. The case goes to court, 

I don't have a lawyer, because I can't afford one. But my 
friends speak out. They tell the judge that I'm capable of 
living independently. The judge agrees. But 1 still re- 
member that someone w^ants to l(K’k me away just be- 
cause of my disability,” 

Remembering w'ith Dignity is working to restore the 
respect denied to many of Minnesota's citizens, and to 
ensure that when the doors of institutions finally close, 
they remain closed. 

Contributed by Gloria Steinbring. Treasurer and a 
founding member of Advocating Change Together (ACT), 
a self advoi'acy organization in St. Paid, Minne.sota. and 
a member of Remembering with Dignity: and by ,lerry 
Smith. Communications Director for ACT. They may be 
reached at 612/ 64 1 -02^J7. 
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Community Medical Care: 
Barriers, Recommendations 

hy Mary F, Hayden and K, Charlie Lakin 



In 1994, nearly I (U)OO persons with developmental 
disabilities who required monthly or more frequent special- 
ized medical care lived in small community residential 
settings. Thousands of additional individuals with similar 
needs are today living with their families. It is apparent that 
needed medical supports can be and are being provided to 
people with complex medical needs to enable them to live in 
the community. However, it is al.so true that .some people 
living in the community have unmet medical needs, and the 
availability of and access to health .services remains prob- 
lematic for others, Thc.se contradictory findings indicate that 
it is possible to meet the medical needs of persons w'ith 
developmental di.sabilities and significant health problems 
in the community, but health care acce.ss and delivery mu.st 
be improved. Until improvements are made, lack of access 
to adequate health care will continue to be a cause for resis- 
tance to the movement of people from institutions. 

Barriers to the provision of medical care and .services 
mu.st be acknowledged, and policies and .strategies devel- 
oped to assure that quality medical care is available. Current 
barriers include the following: 

• Disincentives and impediments to developing adequate 
community support of people with mental retardation 
and significant medical needs. Primary disincentives in- 
clude reimbursement rates for costs of .services in commu- 
nity .settings that arc far below those of institutions, and 
the resulting shortage of foster and small group homes 
able to afford intensive support needs of some persons, 

• Problems related to the financing of specific medical 
services. One problem includes the limited availability of 
funding for in-home medical and .support services that 
may not be covered by private insurance companies or 
under the regular Medicaid program even though they are 
financed at even higher total costs in institutions. In 
addition, the Medicaid fee structures in many states are 
viewed as reducing the number of health providers avail- 
able to provide health services. 

• Problems related to inadequate preparation of health 
service providers. Specifically, .some physicians lack 
formal training related to persons with developmental 
di.sabilities. Some medical service providers are hesitant 
to provide health care because of a lack of experience 
with persons with disabilities, inadequate dissemination 
of information between developmental disabilities and 
health care professionals and between these profe.ssionals 
and direct care providers is also a problem. 



• Major problems in the availability and accessibility of 
medical care and services as a result of geographical 
location or poor coordination of community heath care. 

Recommendations to improve community medical care 
and .services include the following: 

• Maximize resources by developing transitional care 
homes, providing trained in-home service providers, 
increasing support .services such as physical therapy, 
providing funding support to enable individuals with 
more complex medical needs to remain w'ith their families 
or in their own homes, and providing sufficient respite 
care, medical care, and other medical support .services to 
families, .support providers, roommates, and others, 

• Provide a broader base of preservice and inservice 
training and education for both medical personnel and 
direct care providers. 

• Improve interdisciplinary and interagency coordina- 
tion between profe.ssionals in the developmental di.sabili- 
ties and medical/health care fields, 

• Provide ongoing monitoring of health and develop- 
ment by appropriate ca.se managers, including the u.se of 
primary care physicians to supervise individual care, 
coordinate needed specialty care, and monitor care out- 
comes and the performance of health care and other 
professionals. 

It is inevitable that the need for specialized medical and 
;illicd health profession .services for community residents 
with developmental di.sabilities will grow'. Meeting this need 
in a future of Medicaid caps, enrollment of all Medicaid 
recipients in managed care plans, and other changes will 
require considerable vigilance and advocacy. But ultimately 
there is no reason that protecting one's health should ever be 
accepted as a reason for denying one’s citizenship in the 
community. 

Mary l\ Hayden is Research Director and K. Charlie Lakin 
i\ Director with the Center on Residential Services and 
('or nrn unity Livirii^, Univet'sity of Minnesota, MirmeapoUs, 
They may he r'eached at 612 / 624-632S. 

Note: A more complete re\ iew of burricTs and reeommeiKlations 
can be found in Hayden. M.f, and DePaepe. P,A. ( 1991 ), Medical 
eonditions, level of earc needs and health related outcomes of 
persons with mental retardation. J(nmial of the Association for 
Persttns with Sevetv Handicaps, 16 (4).188-20h. 
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Closing Brandon Training School 

hy Bonnie Shoultz and Charles Moseley 



Vermont's only public institution for people with mental 
retardation and developmental disabilities, Brandon Training 
School (BTS), closed in 1993. An official closing ceremony 
was held on the BTS campus on December 9, A huge tent 
was creeled, and people came from all over the state to cele- 
brate what BTS had been and how it had closed, 

Mai \ Vermonters worked for years to move people into 
the comir unity and to achieve the conditions whereby the 
institution could be closed, Two events in the late 1970s laid 
the foundation for the eventual placement of all residents into 
the community. The first, the Brandon Judicial Review Law, 
established a legal process requiring the review of each resi- 
dent's needs to determine if he or she could be served in a 
less restrictive community setting. The second event was the 
filing of a law suit on behalf of Robert Brace and five other 
residents w'ho wanted to move into the community. The 
.settlement in 1980 of this lawsuit, called the Brace decree. 
included a lO-year plan for developing community resources 
and moving most of the approximately 300 residents out of 
Brandon Training School, Although the settlement did not 
mention closure of Brandon, one of the lawyers commented. 
"We knew that if in fact they carried out the terms of the 
settlement,., they were going to end up w'ith three people in 
the place,*' 

Nearly 250 people moved into the community in 1979 
and the early 1980s, due in part to the state's successful 
application for and u.sc of the Medicaid Home and Commu- 
nity Based Services (HCBS) waiver, which allowed the state 
to develop services in the community, Vermont was one of 
the first states to see the value of the HCBS w'aiver and to use 
it to move people out of the institution. Later, community 
placements dropped and admissions into BTS continued, as 
resources and political support for movement dwindled. 

By 1988, the average daily census of residents in 
Brandon w^as nearly 200. not much lower than in 1982, The 
Division of Mental Retardation was at a crossroads, operating 
a costly tw'o-track system supporting both institutional and 
community programs. Although local agencies had built the 
capacity to serve individuals with all levels of disability, and 
admissions to the Training School had been frozen, the need 
to support increasing institutional costs prevented the further 
development of the community based service delivery sys- 
tem. The Division wrote a “unification plan" that outlined the 
problems and a solution: unifying the system by closing 
Brandon and converting to a fully community based system. 

The unification plan was an important part of the effort 
to persuade stakeholders such as the governor, the legislature, 
the parent organizations, the employee union, and others that 
closure was necessary and could be achieved. Unlike in New 
Hampshire, where closure of Laconia State School w'as not 



announced as a goal in advance, the Vermont Division of 
Mental Retardation decided to make its purposes public and 
to work to create conditions wherein each of the major 
stakeholders would cooperate to cany them out. 

After the publication of the unification plan and some 
initial resistance, the Vermont provider group met to develop 
a plan of implementation. At the time, the community ser- 
vices w'cre primarily provided through nine community 
mental health centers, each of which had a mental retarda- 
tion program, and four free-standing agencies serving only 
people with mental retardation. The directors of these pro- 
grams, along with a few' other program directors w'ith whom 
these programs contracted, played a major role in the closure 
of BTS, In concert with the state, they expanded the commu- 
nity system by developing individual placements and build- 
ing an infrastructure that could serve all people including 
those with challenging needs. Most importantly, they col- 
laborated with each other to ensure that everyone in BTS 
would be served in the community. 

After the unification plan was accepted by the governor, 
the Division of Mental Retardation began monthly meetiiigs 
with local agencies to plan for the move of BTS residents to 
the communities of their choice. Individuals were identified 
and procedures set up to ensure the involvement of the resi- 
dents, their parents or guardians, local agencies and state 
staff in all decisions regarding placement and transition. The 
staff of BTS were also encouraged to be involved in the 
process. Together, the state and the mental retardation pro- 
grams developed services and funding that were individual- 
iz.ed. Some people moved in with existing families (often 
with former BTS employees w'ith whom they already had a 
relationship). Others found homes w ith nondisabled room- 
mates, Still others received support from neighbors, and a 
few' people moved into group situations, but not many. 

The closure process was very difficult for some persons, 
but was made easier by the Division's efforts to listen and 
provide for what people said they needed. The Brandon story 
is both unique to the state of Vermont and typical of institu- 
tion closures that are well planned and carefully done. We 
would hope that all institution closures could achieve such 
positive results for most of the people involved and for the 
state and local agencies and officials who undertake the 
challenge, 

Bonnie S lion It: is Associate Director of the National 
Resource Center on Community Integration, Center ott 
Human Polic y, Syracuse University, Syracuse, New York. 
She may he reac hed at (dl5) 44.UJS5I. Charles Moseley is 
Direc tor efthe Vermont Division cf Mental Retardation, 
Waterhury. He may he reached at (S02) 24D2614. 
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Developing Individualized Supports 
While Closing Institutions 

by John O 'Brien and Steve Taylor 



F\)Iicymakcrs and administrators lace a significant 
leadership ehallenge in developing, negotiating, and imple- 
menting strategies to elTeetively balance two important goals: 

• To close institutions within reasonable periods of time by 
moving thousands of people from institutions into local 
services and, in many eases, expanding the system to 
provide services to people now living with their families. 

•To create individualized community supports for as many 
people as possible by changing the pattern of service pro- 
vision to encourage the development of services based on 
individual choice and needs, rather than placing people 
into programs designed to serve groups on the basis of 
common, professionally assessed characteristics. 

Both of these goals arc highly desirable. People now living in 
institutions deserve the chance to live outside the restrictions 
and stigma of iastitutional life, and all people with develop- 
mental disabilities benefit from supports developed to fit 
their individual capacities, interests, and needs. Achieving 
either goal is demanding. Implementing a substaiilial increase 
in local service capacity and moving a large number of 
people into new arrangements while honoring commitments 
to family members, local agencies, and state workers calls for 
effective administration. Learning to transform the ways in 
which people receive necessary support requires strong and 
skillful leadership. Pursuing both goals within a short span of 
time creates a powerful strategic problem: How can available 
human, organizational, and fiscal resources be aligned to 
both close institutions and create new forms of assistance? 
Engaging this problem thoughtfully and carefully could 
greatly expand the opportunities available to people with 
developmental disabilities. 

■ Progress and Conflicts 

It is important to recognize that progress toward closing 
institutions on a certain timeline could take precedence over 
developing the individualized supports that people deserve. 
There are at least four reasons why this could happen: 

• On-time closure fits .statew'ide priorities and plans, and is 
thus likely to have greater weight w hen the two objectives 
conllict. 

• Developing more places in existing types of services calls 
for doing more of what providers and administrators 
already know how to do. Developing more individualized 



supports calls for learning new ways to design, fund, 
deliver, and manage services and assure quality. 

• Many service systems lack the necessary capacity or 
flexibility in funding and regulation to allow the provision 
of individualized supports. 

• The ability to provide individualized supports on a large 
scale takes years rather than months to develop. This is 
especially true when a strong group of service providing 
agencies must undergo significant change in order to pro- 
vide individualized supports. 

An important positive outcome of the w'ork of closing 
institutions is that over time a slowly growing number of 
people benefit from individualized supports. This happens 
even though most people initially move into small congregate 
programs rather than from institutions directly into individu- 
alized supports. But once in the community, people are much 
more likely to move from existing, congregate programs into 
more individualized supports. So even though the process of 
closing institutions under relatively short timelines often 
inhibits realization of the ideal of individualized supports, it 
is important that it be viewed as a dream deferred, not lost. 

■ Building Commitment to Change 

Ultimately the opportunity for people to benefit from 
individualized supports as institutions are closed depends on 
how effectively public agencies, service providers, and local 
advocates can deal with four key issues: 

• Building commitment to organizing responses to people 
around individualized supports. 

• Redesigning systems and reorganizing patterns of service 
in ways that provide individualized supports. 

• Systematically, and very substantially, decreasing the time 
elapsed between identifying the nature and organization of 
individually responsive services for a person and decisions 
about allocation of resources to provide those services. 

• Managing the closure of institutions in a w'ay that frees 
resources (including time) to focus on identifying and 
developing supports needed by each individual. 

Many people are deeply concerned that the opportunity 
to provide individualized supports will be lost due to failure 
to build a clear understanding of what they are and how they 
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are ditYerent from existing services. They point out that the 
path of lea.st resistance lies in changing rhetoric, rather than 
patterns of service. Taking this path would contribute to 
cynicism as, for example, group living arrangements are re- 
labeled “people's own homes." Avoiding cynicism means 
living publicly with a substantial gap between what opinion 
leaders espouse and service providers deli'^er to most people. 

It has become increasingly common to identify individu- 
alized supports with service labels (such as “supported liv- 
ing" or “supported employment" or “family support") or 
with service principles (such as “separate housing and sup- 
port" or “use non-licensed facilities'*). These are helpful as 
far as they go. But a deeper understanding of individualized 
supports calls for continuing debate and discussion. It also 
and more fundamentally involves a different and more 
valued role for the service receiver. Even within this theme 
of closing institutions, it is clearly implied that what is 
happening is controlled by the service providers. 

In providing truly individualized supports, the experience 
of successful service providers and service users suggests 
that a very different pattern of action is necessary. In the 
direct service, provider management, and system manage- 
ment roles, people accustomed to administering programs 
for groups of people must learn to listen better to people with 
developmental disabilities and their families and friends. 

They must be able to enlist active involvement from fami- 
lies, associations, organizations, and political decision- 
makers in helping get what they want. They must become 
more committed to and better able to identify and organize 
supports based on understanding of individual capacities, 
interests, and needs, and modify supports over time. The 
individual support pattern is cyclic: better individual support 
results in better understanding of individual capacities, 
interests, and needs, which rest rts the cycle of learning. 

In direct service roles, providing individualized supports 
means learning and commitment to do the following: 

• Remain available to people as their interests and needs 
change. 

• Continuously increase the effective control people have 
over the supports they receive and the choices they make. 

• Revise and repair supports as people change and as better 
information becomes available. 

• Actively negotiate for necessary changes in agency and 
system practice and policy. 

• Help people make the best possible use of available sys- 
tem funds and of opportunities to meet needs and fulfill 
desires through no cost or low costs activities. 

In agency management level, providing individualized 
supports means: 

• Matching people with developmental disabilities with 
support people whom they want to have support them, and 



sustaining and contributing to the improved effectiveness 
of these relationships. 

• Focusing on problem solving and actively searching for 
community opportunities that contribute to people's lives. 

• lA'veloping community opportunities in short .supply, 
such as accessible housing and transportation, recreational 
options, and jobs. 

• Making system and agency resources for people as 
flexible as possible to accommodate changing support 
needs, including actively negotiating for necessar>' 
chnnaes in system policy and practice. 

In system level roles (e.g., county, region, state), 
providing individualized support means: 

• Negotiating common mission, strategies, and mutual 
accountability among the people and agencies that pro- 
vide and govern services. 

• Continuously increasing the flexibility and responsiveness 
of available public funds by creating new ways to insure 
accountability and to budget and disburse funds. 

• Discovering and communicating what is possible for 
people with developmental disabilities 

• Promoting learning from action by discovering and 
disseminating what works and what doesn't work in 
providing individualized supports. 

• Systematically shifting the system's “center of gravity" 
from group service provision to mdividualized supports. 

• Clarifying the differences between truly individualized 
supports and improved versions of traditional approaches. 

Thoughtfully and carefully engaging the problem of 
developing individualized services while closing institutions 
can increase the opportunities available to people with de- 
velopmental disabilities. Failure to acknowledge the com- 
plexities presented in simultaneously dealing with both 
organizational and individual needs is likely to create diffi- 
cult problems for the future. But, however short of the 
individualized service ideal people may fall in closing an 
institution, the commitment to it can be maintained and 
eventually realized. 

John O 'Brien is Co-Founder of Resfyonsive Systems 
Associates, a liunuin services consulting and traininf^ 
company in Li t lion i a, Geort^ia. He may he reached at 404 / 
9H7-97H5. Steve Taylor is Director of the Center on Human 
Policy at Syracuse University, Syracuse, New York. He may 
he reached at M 5 / 44J-44H4. 

Note: This article grew out of meetings w'ith policymakers, pi i- 
viders. and advocates, sponsored by the Center on Human Policy, 
in cooperation with New York .State's OtTice of Mental Retarda- 
tion and Developmental Disabilities. 
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Building Community Capacity 

hy Michael W. Small and Susan Burke -Harrison 



In 1989, we were asked if we could assist a group of 
people to move from Maryland institutions to the commu- 
nity. All of the traditional efforts, including sending packets 
of information to potential providers and calling about exist- 
ing vacancies, had not been productive. As a result, these 
people were described as “not ready for the community.” 

The responsible state officials felt trapped as they had made 
all the usual effort.s, while a lawsuit was threatened because 
the people in question did not meet the legal admission 
criteria for institutional placement (as determined in their 
“due process hearing.s”). As we got to know these individu- 
als we discovered that most of them were people with his- 
tories of challenging behaviors. For many of these people, 
their histories had led to what we called “severe reputa- 
tions.” However, most of these behaviors simply reflected 
their non-verbal critiques of the circumstances under which 
they lived. The perception of “not ready for the community” 
had been created by not listening to how they wanted to live. 

In our initial efforts we found several things to be true: 

( 1 ) It was essential that potential providers learned who the 
person was before they read of the events that had created 
the reputation; (2) learning and describing what was impor- 
tant to the person was an effective way to assist providers in 
developing services that were responsive to how e«ch person 
wanted to live; and (3) community service capacity needed 
to be assessed to see where current capacity could be simply 
expanded, current capacity could be extended with technical 
assistance, and new community capacity had to be devel- 
oped. Over half of this group of people moved to community 
settings after good community agencies were introduced to 
the people rather than their reputations. Most of the remain- 
ing people were able to move when community service pro- 
viders were offered technical assistance in developing and 
maintaining appropriate supports. The few people who 
remained had come to the institution through the criminal 
justice system and could only move as agencies willing and 
able to develop the needed capacity were slowly recruited 
and the mi.ssing supports were developed. Within three years 
all of the people had successfully moved to the community. 

These successful efforts to help this group of people led 
to further requests for assistance and the development of a 
new person-centered planning process. Essential Lifestyle 
Planning. As important and useful as this planning format is, 
it is only part of a proce.ss. We have found that success in 
helping people move into lives that they really want requires 
that those responsible do the following: 

• Start by deciding w'ho will move and when they will 
move, rather than funding piovider expansion and then 
asking them to find people who “fit”. 



• Learn what is important to each person in how they want 
to live (before where they will live is decided). 

• Develop a plan that provides a prioritized description of 
what is important, how specific issues of health or safety 
must be addressed, and what needs to happen to support 
the person in their desired life. 

• Ask those who are interested in supporting the people to 
submit a proposal that describes how they would imple- 
ment the plan and how much it would cost. 

• Assist the people with disabilities and/or those who know 
and care about them to select the proposal that demon- 
strates that those who wrote it know the person (and not 
just the plan) and best describes the supports that will 
insure that what is important to the person is present. 

• Negotiate an acceptable cost to implement the plan. 

• Require that the selected proposal include plans for 
transition, how the person is to spend their day, and a 
timetable for support development and transition. 

• Monitor transition and implementation, not only to insure 
that the plan is being implemented, but to listen for how 
the plan must be changed as the person begins to adapt to 
their new life. 

Our experience with this process indicates that it takes 
more time than traditional methods, but yields better results. 
The people who move and their families indicate greater 
satisfaction, while administrators have found that far fewer 
people are “returned” to the institution. The process is sim- 
ple, but it requires that the people who carry it out acquire 
new skills and new ways of thinking. The greatest challenge 
is to start with how people want to live before focusing on 
where they will live. We continue to think that people with a 
particular set of disability characteristics “belong” in a par- 
ticular type of setting. We move people to the setting that 
reflects current practice rather than what is important to the 
person. We confuse the services needed with the setting 
where they are typically provided. For years we have been 
saying that smaller is better and our experiences have tended 
to suggest that this is true. However, if I live with two other 
people and hate one of them, my life may be worse than it 
was in the institution. If I need quiet and live with someone 
who is noisy 1 will tell you with my behavior that fm 
unhappy. If I must he supported by people that I trust but 
have no say in who supports me, I have not gotten the life I 
was promised. To support people in the lives that they want, 
we must . questions that tell us what should be present and 
what should be absent in the life of the person, including: 
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• What is important in relationships with others? What 
people should be present or absent? What material things 
are wanted? What are the activities that matter? 

• How can specific issues of health or safety needs be 
addressed with the least compromise to how the person 
wants to live? 

• How can the person get the life described at a cost that the 
system can afford? 

Once the first two sets of questions are answered, the set- 
tings that will and will not work for the person become 
clean The challenge is then to support the person in the lives 
that they want at a cost that the system can afford. The bet- 
ter the description of what is important to the person the 
more possibilities emerge for how they can be supported. 

As supported living becomes more routinized, the goal 
that needs to be kept in mind is to help people get the lives 
that they want, not to have people blindly move to the latest 
way of providing support. Real supported living is not, for 



example, defined by home ownership or the number of 
people living together. Real supported is present when 
people with disabilities have the lives that they want and can 
change their lives without having to change their address. 

The final lesson that we have learned is to continue to 
listen to people. We have a system designed for people to 
move very infrequently: People are “placed" instead of 
helped to move. Once placed, they are expected to stay and it 
is administratively difficult to respond to requests for change. 
Requests for change are often viewed as grounds for behavior 
programs. Our experience is that it typically takes six months 
to a year to really get to know people and for them to learn 
what they want after they have left an institution. We must 
commit to continue to listen and to honor the reasonable 
requests that we hear. 

Michaet W. Smull is Director and Susan Burke-Harrison is' 
Associate Director with the Community Support Unit, Center 
of Human Serx'ices Development, University of Matyland, 
College Park, They may he reached at 301 / 405-4573. 



Challenging Behaviors and Community Living 



A large proportion of individuals remaining in large, 
state-operated facilities are reported to engage in serious 
patterns of challenging behavior. While longitudinal 
studies of people moving from public institutions to com- 
munity settings show that positive gains in basic skills of 
daily living are consistently associated with community 
placement, this same research indicates no predictable 
pattern of reduction or increase in behavior problems 
associated with the change. Providing community pro- 
grams that can meet the behavioral challenges of persons 
yet to be discharged from institutional settings will require 
significant advances in access to and application of 
behavior management technology in community settings. 

Because individuals with problematic behaviors pre- 
sent .substantial challenges to service providers, a signifi- 
cant portion of training and technical assistance must 
focus on methods of assessing and implementing proactive 
instructional procedures that address problem behavior. 
Proactive instmctional procedures are those that provide 
the individual with skills designed to replace or .sei*vc the 
same function as the challenging behavior. The essential 
assumptions of positive approaches include the following: 

• Assessment and intervention must occur in a lange of 
relevant, integrated settings. 

• Assessment and intervention procedures must address 
the long-term maintenance of socially acceptable 
behaviors in integrated settings. 



• Measures used to evaluate the effectiveness of interven- 
tions must address the range of functional skills devel- 
oped to replace challenging behaviors, the generalizabil- 
ity of these new skills, and natural contingencies that 
will maintain these behaviors. 

• Assessment and intervention procedures must promote 
and accommodate involvement of family and friends. 

• Assessment, intervention, and training procedures must 
be community friendly. That is, they must minimize the 
need for people in the community to alter their behavior 
to accommodate the person with challenging behavior. 

• Research and practice must avoid intervention strategies 
that isolate, stigmatize or cause physical di.scomfort. 

In recent years, researchers, advocates, and people 
with developmental disabilities have begun to evaluate 
community and institutional services not solely on where 
the services are provided, but also on quality of life issues. 
To realize a valued life within the community for people 
with developmental disabilities requires better understand- 
ing of how to manage behavior within the less easily con- 
trolled contingencies of community environments. 

Excerpted from Re i chic, J. & Light, C. (1992). Positive ap- 
proaches to managing challenging behavior among persons with 
developmenial disabilities living m the community. Policy 
Research Brief 4i I ). Minneapolis: University of Minnesota, 
Institute on Community Integration. 
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The Final Stages: Community Services 
for People Considered the Most Difficult to Serve 

by Tom Fitzpatrick and K. Charlie Lakin 



Minnesota is in the final stages of public institution 
operation for persons with developmental disabilities. Be- 
tween June 1990 and June 1995, Minnesota state institution 
populations were reduced by 639f, from 1,410 to 524 people. 
It is clear that those .state in.stitutions that have not already 
been closed or converted to other uses, or are in the process 
of conversion, soon will be. As this future is anticipated, the 
Residential Services Division of Minnesota's Department of 

In closing institutions, states often face 
ethical and fiscal questions hi deciding 
how and where to serve individuals with 
developmental disabilities and behavioral 
concerns that impact on public safety. 

Human Services has considered it miportant to examine the 
current uses of Minne.sota's .state in.stitutions, both in terms 
of function (e.g., short term emergency placements) and 
clientele (e.g.. persons with records of a.s.saultive behavior), 
to identify alternative .services that will be needed to fulfill 
functions currently fulfilled by the state institutions. 

One step in this process has been to interview officials 
and .service providers in states that have undertaken similar 
examinations, e.specially with respect to .services for persons 
who.se behavior is particularly difficult to accommodate in 
community residential programs because it has been threat- 
ening to others, criminal in nuture or viewed as potentially 
dangerous to others or .self. Thirteen states were .selected for 
extensive interviews on the basis of: 1 ) having clo.sed all 
.state operated institutions; 2) having developed plans to 
clo.se all in.stitutions and greatly reduced the number of per- 
.sons living in state in.stitutions: 3) being under court order to 
clo.se a .state institution without transferring people to other 
in.stitutions: and 4) having developed programs of relevance 
for the populations noted ab ve. The states were California, 
Coni.ccticut, Di.strict of Colui ibia, Maine, Ma.s.sachusetts, 
Michigan, Nevada, New Hampshire, New York, Oregon, 
Rhode Island, Utah, and Vermont. 

■ Common Themes 

In reviewing the slate interviews, there were a number 
of common themes that emerged: 

• States that are successful in f inal stages of closing stale 
in.stitutions have developed ways to virtually eliminate 



admi.ssions to tho.se in.stitutions Such states admit individ- 
uals to state institutions only in extreme situations, if at all. 
They allocate resources and develop programs to respond 
to crisis events and to offer .special support to particularly 
challenging people in community .settings, replacing the 
role traditionally given to .state institutions. 

• Some successful states have decided to retain state-opera- 
ted programs, but in community rather than institutional 
settings, and only for certain specific situations or groups 
of persons. In .states in which provider communities have 
traditionally exerci.sed relative freedom (or license) to 
reject difficult- to- serve people through demissions or non- 
acceptance, there appears to be a stronger tendency toward 
developing or expanding such state-operated services. 

• A growing number of states have developed or are con- 
sidering .statewide crisis prevention and crisis intervention 
.systems. Several states have developed programs that 
feature training, prevention and 24-hour respon.se services. 
The emphasis of the.se programs is to provide necessary 
.supports to allow individuals to remain in or return to 
current living situations, or to .serve as a non-in.stitutional 
transition to more suitable arrangements. 

• Several states have improved access to more experienced, 
higher quality psychiatric .services for persons with “dual 
diagnosi.s" (i.e., both intellectual and p.sychiatric di.sabili- 
ties). Some of the.se states have recruited highly regarded 
psychiatrists to provide consultation and individual treat- 
ment in efforts to improve .services for such people. 

• Sex offenders with developmental disabilities arc com- 
monly viewed as the most difficuh population for .state 
programs to .serve. States feel particular pressu: and obli- 
gation to addre.ss public safety concerns. A number of pro- 
grams for sex offenders have been located in rural areas 
with special .security and staffing considerations. 

• A growing number of states have contracted for specialized 
programs to address unique needs of certain types of per- 
.sons with a.s.saultive or other dangerous behavior. The.se 
programs have high costs to operate becau.se of the wages 
and benefit costs as.sociatcd with attracting a highly trained 
and competent staff, people working under stressful con- 
ditions, and high sta If- to- resident ratios. Special environ- 
mental features ofthe.se programs add costs, as well. 

• Individual and environmental accommodations arc in- 
creasingly u.sed to enhance the effectiveness of programs. 
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Many states are emphasizing environmental accommoda- 
tions in designing programs tor individuals with histories 
of extremely challenging behavio^', including space and 
privacy accommodations, such as single bedrooms with 
private bathiooms. Some programs are located in rural 
settings to allow' participants more freedom of movement 
without jeopardizing public safety. Some programs feature 
extensive security features, such as inward curving un- 
climbable fences" and personal duress alarm systems. The 
high cost of repeated failure to make programs work for 
groups of individuals has increased interest in personal 
futures and other desired lifestyle planning approaches. 

• The commitment of the provider community and the 
ability of that community and the state to work together 
are viewed as essential to being able to serve all people in 
the community. The states that have closed state institu- 
tions acknowledge that it could not have been done with- 
out the commitment of the provider community. States 
note that until the private provider community no longer 
views state institution readmissions as the solution to their 
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problems, it is extremely difficult to close the last resort 
“safety net" of the state institutions. 

■ Recommendations 

Four recommendations were draw'u from the state 
interviewees about the lessons learned through experiences 
in providing community .services to persons with develop- 
mental disabilities and difficult behavioral challenges: 

♦ In closing state institutions, proceed as slowly as needed to 
move individuals into the community "one person at a 



time." Several states commented that they moved too 
many people too quickly. In retrospect, they felt that rapid 
deinstitutionalization overstressed the provider commu- 
nity, causing problems affecting the quality of care, and 
that some community placements were made without 
adequately considering the appropriateness. A corollary 
was that if people must be moved in groups initially, it is 
important to avoid situations that are difficult to change, 

• Provide effective staff training and continuous staff devel- 
opment. States commented on the importance of training 
for program effectiveness and staff safety. States also 
spoke of the importance of ^^upporling staff to maintain 
consistently good services and to reduce staff stress and 
burnout. One example was even cited of an inadequately 
trained staff member being beaten to death by an indi- 
vidual with developmental disabilities who was known to 
be dangerously assaultive, 

• Encourage creativity and flexibility in developing pro- 
grams to serve challenging individuals. Several states 
reported that they are "avoiding rules" whenever possible 
to work with provider agencies to creatively serve indi- 
viduals with behavioral challenges. There is no one way: 
creativity and responsiveness to individuals are critical, 
but being overly naive can also be dangerous. 

• Collaborate with the corrections and mental health sys- 
tems. Many states feel that they have not had adequate 
working relationships with these systems. As institutions 
arc closed, the states increasingly appreciate the need for 
such collaboration to properly address the unique needs 
and circumstances of the small proportion of persons with 
developmental disabilities who arc sex offenders, dually 
diagnosed, and possess other histories of behavior of 
serious concern. 

As public institutions are closed, states have been suc- 
cessful in serving persons with developmental disabilities 
and serious challenging behaviors in a variety of community 
programs. In doing so, they often face ethical and fiscal 
questions in deciding how and where to serve individuals 
with developmental disabilities and behavioral concerns that 
impact on public safety. But none of the states that have 
faced these challenges and made these commitments ex- 
presses any regrets that they are now operating the residen- 
tial services systems without state institutions. 

Tom Fitzpatrick is Project Coordinator with Central 
Villa^e-The Way to Grow, Minneapolis. K. Charlie Lakin is 
Director with the Center on Residential Services and Cofn- 
niunity IJvifm, University of Minnesota, Minneapolis. They 
may he reached at 612 / 624-652H, 

Reference: R.W. Prouty ^ K.C. Lakin (Eds.) (1995). Residential 
Services J(fr Persons with Devchtpniental Disabilities: Status and 
Trends Throui^h /W. Minneapolis: University of Minnesota, 
CVntcr on Residential Services and Community Living. 




27 




26 Resources 



Resources 



The following puhliccuions provide a wide ran^e of information about institution use and closures, and about life in institu^ 
tions and in the community. Please contact the publishers of each for in formation about costs and ordering, ■ 



• Residential Services for Persons with Developmental 
Disabilities: Status and Trends Through 1995 (Report 

48) { 1996). By R. Prouty, L. Anderson, K.C. Lakin, & B. 
Polister. This report summarizes the status of residential 
services in each of the states and the U.S. as of June 30, 
1995. It provides breakdowns of public and private insti- 
tution populations as well as the number of people living 
in community settings of different sizes and types. It also 
reports completed and projected institutional closures. 
Available from the Institute on Community Integration, 
University of Minnesota, 109 Pattee Hall, 150 Pillsbury 
Dr. SE, Minneapolis, MN 55455 *612/ 624-45 12. 

• The State of the States in Developmental Disabilities 
(4th Ed.), (1995). By D. Braddock, R. Hemp, L. Bach- 
elder, & G. Fujiura. This volume reports statistics on pub- 
lic and private institution utilization and expenditures for 
each of the .states and the U.S. In addition to detailed sta- 
tistics for 1988-92, trends are provided on a number of 

. important indicators of change beginning with 1977. 
Available from the American Association on Mental 
Retardation, 444 North Capitol St. NW, #846, Washing- 
ton, DC 20001-1570 • 800/424-3688. 

• (luidebook on Consumer Controlled Housing (1995). 
By T. Field.s, K.C. Lakin, B. Seltzer, and R. Wobschall. 
This rc.source guide outlines options available to persons 
with developmental disabilities for creating consumer con- 
trolled housing arrangements. It describe.s major planning, 
housing, .service, support, and funding considerations and 
contains worksheets and personal stories. Written for 
Minne.sota, much of the material is applicable elsewhere. 
Available from Institute on Community Integration, 
University of Minnesota, 109 Pattee Hall, 150 Pillsbury 
Dr. SE, Minneapolis, MN 55455 • 612 / 624-4512. 

• Supporting People with Severe Reputations in the 
Community (1992). By M. Simill and S. Harrison. Nearly 
50^^ of the persons remaining in institutions are reported 
to have behavioral disorders. This handbook describes, 
through many practical examples, methods of planning 
community living with people who have histories of chal- 
lenging those around them. Available from the National 
As.sociation of State Directors of Developmental Disabili- 
ties Service.s, 1 1 3 Oronoco St., Alexandria, VA 22314 • 
803 / 683-4202. 

• Out of Bedlam: The Truth About Deinstitutionaliza- 
tion ( 1990). By A.B. Johnson. This book focuses on the 




deinstitutionalization of persons with psychiatric disabili- 
ties and a “great social experiment” that yielded much less 
than promised and which now seems out of control. The 
book contains many observations and lessons of relevance 
to final phases of moving people with developmental dis- 
abilities out of public institutions. Publi.shed by Basic 
Books, New York, New York. 

• The Pennhurst Longitudinal Study: A Report of Five 
Years of Research and Analysis (1985). By J. W. Conroy 
& V. J. Bradley. This report describes findings of the most 
comprehensive study of persons released from a large 
public institution in the U.S. It reports on a major court- 
ordered deinstitutionalization effort in Pennsylvania and 
highlights outcomes for people as well as issues related to 
financing post-institutional community life. Other studies 
of court-ordered deinstitutionalization are also available, 
focusing on New Hampshire, Connecticut, Louisiana, and 
California. Available from Conroy Outcome Analysts, 1 13 
Sibley Ave., Ardmore, PA 19003 •610/896-9134. 

• The Willowbrook Wars (1984). By D. Rothman and S . ' 
Rothman. This study describes the implementation of the 
1975 Willowbrook consent agreement on the closure of the 
Willowbrook Developmental Center in the state of New 
York. It describes the years of adversarial relationships and 
struggle between the state and plaintiffs in achieving the 
mutually agreed-upon goals of the consent decree. Pub- 
lished by Harper and Row, New York, NY. 

• The Origin and Nature of Our Institutional Models 

(1975). By W. Wolfensberger. This concise but scholarly 
volume describes the evolution of institutional care in the 
U.S. from the high ideals and hopes of early “pioneers” to 
the current era. It chronicles this stor>' through the words of 
the institution superintendents and pictures of the people 
who lived under their care. Available from the Center on 
Human Policy, Syracuse University, 805 S. Crouse Ave. 
Syracuse, NY 1 3244-2280 *315/ 443-385 1 . 

• Christmas in Purgatory - A Photographic Essay on 
Mental Retardation (1974). By B. Blatt and F. Kaplan. 
This book of photographs depicts the conditions of public 
institutions in the period just a few years after the deinsti- 
tutionalization was begun and major federal reforms were 
instituted. It is a powerful presentation of the legacy of 
institutional care. Available from the Center on Human 
Policy, Syracuse University, 805 S. Crouse Ave. Syracuse, 
NY 13244-2280* 315/443-3851. 
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Realities, continued from pa^e / 

Living “on the outside** as niy friends who live in the 
institution call it. you decide how much privacy you want. If 
you like people around all the time, you may choose to live 
with five or six others. If you don*t like noise, then you live 
with a quiet person. Your phone conversations are private 
becau.se it's your phone. Your mail is private because you 
get it from your own mailbox. When people walk into your 
home. it*s because you have invited them. It is your home 
and you make up the rules. It*s called “choice.** 

■ Choice...Another Popular Word 

People who live in institutions or other large facilities 
have fewer choices to make because many decisions are 
made for them, including simple decisions that are made for 
.staff convenience or cost savings. Decisions so important 
and ba.sic to most people that if we insisted on making these 
decisions for our friends or families people would think we 
were nuts. When you are “placed** (my friends and I like to 
.say “incarcerated*’) many decisions are taken away, like 
where you will live and with whom, how you will spend 
your day. and when you want to cat. sleep, and work. Insti- 
tutional advocates like to say we can*t make choices, don't 
know how to make good decisions, and are not responsible, 
or that it is easier for us to have them make our choices. 

Making choices about our lives gives all of us pride 
about who we are and what we have done with our lives. I 
was visiting an institution here in Illinois just last winter. 

The day staff came in from a shopping spree with new com- 
forters for the 10 people who lived in this “cottage.** One of 
the men who lived there said he wanted a pink bedroom and 
the staff laughed. I could hardly believe what I heard - they 
actually laughed and said pink is for girls. Well. I have a 
Mickey Mou.se comforter and purple walls and I love it 
bccau.se it *s mine. It says something about me. It may not be 
your choice. In fact, you may think that it was a bad choice, 
but it‘s not your decision to make. lt*s mine. 

The bottom line about choices is that in the institution 
you get to make very few choices and the ones you do make 
are not the big ones. Living in the community you have 
opportunities to make choices about all parts of your life, 
from what comforter you may choose to where and with 
whom you will live. You even get to make bad choices and 
live with them. It sounds like making choices is a privilege, 
when it should be the rule. 

■ Consumers...The New Buzz Word 

I want to get a few things straight about this word 
“consumer** for all people who receive services. Consumer is 
a funny word to dc.scribe people w'ho use some type of sup- 
port .services. When 1 first heard of people with disabilities 
called consumers, it was in a skit put on by professionals. 



They showed people with disabilities shopping at a store and 
choosing different foods depending on what they liked. “We 
(providers of service) should treat people with disabilities as 
consumers of our goods and services. Our goal should be to 
provide quality services that people make choices about.** It 
sounds good, doestft it? But what govern ment agency or 
service provider is going to say. “If 1 don*t meet the quality 
and demand of the services you want, then 1 will go out of 
business'*? People with disabilities don't have control over 
the money nor do they have many choices about what service 
provider or type of service they receive. The consumer idea is 
a nice thought, but really Just another name to set us apart as 
being different from the rest of the world. 

■ A Few Things I Am Sure Of 

From my experiences with institutions and with life “on 
the outside.** there are some things that I know to be true: 

♦ I*ve never met anyone who would choose to live in an 
in.stitution once they have moved out. 

♦ Putting people away because they have a disability is 
wrong, just like segregation is wrong. People should only 
be locked up if they are dangerous. 

♦ Everyone should be allowed to make mistakes and learn 
from these mistakes. Tm not talking about putting people's 
lives in danger, but about mistakes like spending all your 
money so you can't buy snacks for a week. 

♦ People with disabilities want to h:? friends and neighbors 
and coworkers with lots of different kinds of people, not 
just other people with disabilities. 

♦ People who have lived in institutions all of their lives don't 
know how to make choices because they arc not given the 
opportunity. We need to teach people how to make deci- 
sions and allow them to fail. too. 

♦ Community living is not always easy, perfect or safe, but at 
least the people who live in the community are free. 

Next time people start talking about closing institutions, 
make sure you're asking and listening to the right people - 
those wh(^ live there. They know the truth about these places. 

Tia Nelis is a tnemher of People First of Illinois, Co’Chair of 
the national ori>aniz.ation Self Advocates Becoming Empow- 
ered, and Self-Advocacy Advisor with the Institute (m Human 
Development, University <d Illinois at (Iticai^o. She can he 
reached at JI2/4IJ-I2S4. 
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